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Dear David, 


I am pleased to present the Final Report of the Palliative Care Task 
Force. It is the sincere hope of the Task Force that Palliative Care 
services for the Hamilton-Wentworth Region will be improved and enhanced 
as a result of this) report. 


The Task Force would like to thank the various members of the community 
who participated in the development of our inventory. We would also like 
to thank Dr. Dorothy Ley, Executive Director of the Palliative Care Foundation 
and Dn VOnnSCOLE,, consul tanta cOssne Ministery Of Health on Paligvative 
Care, who by their constructive criticism helped improve the final draft. 


As Chairman, I would like to express a sincere thanks to the members 
of the Task Force, the Administrative Staff of the Hamilton-Wentworth 
District Health Council and especially our dedicated Research Assistant, 
Mrs. Barbara Rigby, for their enthusiasm and dedication towards the development 
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Yours sincerely, 


DQ Gane Checks, MIDs 7 
Cheirman 
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EXECUTIVE SUMMARY 


Palliative Care is a multi-disciplinary service which provides treatment 
and supportive care for terminally-ill patients and their families. Appropriate 
goals of care are symptom control, and physical, psychosocial and spiritual 
support, aimed at providing optimum quality of life. Care should be provided, 
as appropriate, in the home with the availability of hospital care when 


needed. 


The report of the Palliative Care Task Force examines the local history 
of palliative care, the planning aspects for palliative care services and 


the means of providing palliative care services. 


A major portion of the report describes the planning aspects described 
in the literature, the services presently available in the region and the 
perceived needs, gaps and duplications in palliative care services as identified 
by the key informants surveyed in the inventory. Also included is demographic 


data and morbidity and mortality statistics. 


As arresult of Lhe analysis and interpretation of this data, the Palliative 
Care Task Force developed recommendations aimed at providing solutions to 


the identified problems. 


Central to the recommendations is the establishment of a Regional Palliative 
Care Programme, whose structure, reporting mechanism and functioning would 
be similar to other regional programmes reporting to the District Health 
Council (See Appendix XI). This Regional Programme would be the logical 
body to oversee the implementation of the remainder of the recommendations, 
thus providing direction, coordination, with a direct communication link 


to the Health Council. 


The report also includes an "operational plan" for the Regional Palliative 
Care Programme (Appendix X) which priorizes the perceived needs and gaps 


in services, education and research to be addressed. 


vii) 


The recommendations include the definition and standards for palliative 
care for the region to provide a common basis for the development of eligibility 


criteria and the evaluation of services and education: 


Recommendations are also made for the development of services in specific 
settings. The development or upgrading of multidisciplinary consultation 
teams in acute hospitals available throughout their institutions is endorsed. 
In addition, a support/resource group with an interest and expertise in 
palliative care for each team, the designation of palliative care units, 
and the strengthening of the Home Care palliative care services are recommended. 
The development/expansion of these services would be a major step in meeting 


palliative care service and education needs in the region. 


Economic issues are addressed in the report. In view of the dearth 
of information available both in the literature and within the region, the 
report recommends a comprehensive cost-effectiveness study of palliative 


services in the region. 


Ongoing evaluation of both institutional and community-based programmes 
is also endorsed to ensure that acceptable levels of care and education 


in terms of quality, consistency and continuity, are maintained. 


Education and research are recognized as essential components of a 
comprehensive palliative care programme. Education must include the general 
public, patients and families, health professionals and volunteers in all 
settings. Professional education must occur in undergraduate, postgraduate 


and continuing education programmes to provide knowledgeable personnel. 


The need for research is emphasized in the report. Several recommendations 


describe specific research projects to be implemented by the Regional Programme. 


Ci) 


The recommendations, priorized are: 


1. The Task Force recommends the development of a Regional Palliative 
Care Programme similar to other regional, interdisciplinary programmes 
in Hamilton-Wentworth to address itself to the issues of palliative 


care service, education and research (Recommendation #8, page 85). 


In addition, the Task Force recommends that the Regional Palliative 
Care Programme collaborate with other regional programmes, eg., Emergency 


Services and Oncology to provide more comprehensive services. 


2% The Task Force recommends that a chair person be designated to coordinate 
palliative care services, education and research. In view of the time 
commitment involved in the formative years of the programme, the Task 
Force further recommends the funding of a half-time position - a Regional 


Coordinator - for at least three years (Recommendation #9, page 85). 


ci The Task Force recommends that the following definition be accepted for 
Hamilton-Wentworth and that the definition be disseminated to all programmes/ 
institutions/agencies providing service, education or research in the 


areavor (ipaliaative care. 


Palliative Care: 

Palliative ‘care ts "the “active, “compassionate care “of the sick at’ a tiine 

when the goals of cure and prolongation of life are no longer paramount. 

The emphasis is on control of symptoms, and physical, emotional and spiritual 
eare. It is multi-disciplinary in its approach, encompasses the patient, 

the family and the community in its scope and extends to include the bereavement 


process (Recommendation #1, page 75). 


4. The Task Force recommends that the standards of the International Work 
Group on Death, Dying and Bereavement be adopted for Hamilton-Wentworth 
bo be wttlizea as 42 basis for Speciiie standards and objectives toa be 
drawn up in each setting involved with palliative care services, education 


or research (Recommendation #2, page 76). 


(x) 


The Task Force recommends that the Regional Palliative Care Programme, 

through discussion with service providers, establish eligibility criteria 

for palliative care programmes throughout the region. These criteria 

should reflect the accepted definition and standards of the Regional Programme 
but allow for some diversity to reflect special interests as well as existing 


resources of individual programmes (Recommendation #11, page 88). 


The Task Force recommends that St. Joseph's Hospital, and the Henderson 
General Hospital establish or maintain fully developed palliative care 
consultation teams in their institutions. It also recommends that the 
Hamilton General Hospital and McMaster University Medical Centre establish 
or maintain palliative care consultation teams to include an appropriate 
amount of physician, nursing, social work and chaplaincy services to 

meet the needs of palliative care patients in their institutions. These 
teams should be reviewed on an ongoing basis to ensure their staffing 


complement 1s adequate to meet the needs of these patients. 


In addition, the Task Force also recommends that Chedoke Hospital and 
St. Peter's Centre continue to monitor the need for palliative care services 


in their institutions (Recommendation #4, page 81). 


The Task Force recommends that palliative care services in the region 
include the strengthening of the Home Care palliative care programme with 
a more effective liaison with hospital consultation teams (Recommendation #7, 


page 82). 


The Task Force recommends that the Board of Directors of each hospital 
be asked for a commitment to provide admitting policies that facilitate 
the admission of palliative care patients 1n an appropriately expeditious 


manner (Recommendation #6, page 82). 


The Task Force recommends the development of a support/resource group 

by the palliative care consultation teams described in Recommendation 4. 
This group should consist of other health care disciplines, eg., pharmacy, 
physiotherapy, nutrition, with an interest and expertise in palliative 


care to provide services as needed (Recommendation #10, page 87). 
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The Task Force recommends that palliative care education be coordinated 
by the Regional Palliative Care Programme and include undergraduate, post- 
graduate and continuing education for health professionals including clergy 


and volunteers, in all settings as well as public education (Recommendation #13, 


page 91). 


The Task Force recommends the designation of a palliative care unit environment 
and supportive Staff in St. Joseph's Hospital, Hamilton Civic Hospital 
including the Hamilton General and the Henderson General, and Chedoke- 
McMaster Hospitals to care for the small percentage of palliative care 
patients needing specialized assessment and treatment and to serve as 

a focus for education and research. This development should occur in 

two stages, with units being established at St. Joseph's Hospital and 
Henderson General Hospital in the first phase and at Chedoke-McMaster 
Hospitals and Hamilton General Hospital in the second phase. A complete 
evaluation of the effectiveness of the units should be done at the end 

of the first phase before the development of units in the other hospitals 


(Recommendation #5, page 82). 


The Task Force recommends that a structure for monitoring the implementation 
of standards for all palliative care service providers within institutions 
and agencies and especially within the community be established (Recommendation #3, 


page 77). 


The Task Force recommends the development of a standardized data collection 
system to facilitate the audit of existing palliative care services, whether 


institutional or community-based (Recommendation #14, page 92). 


The Task Force recommends the initiation of a comprehensive cost-effectiveness 
study of palliative care Services in the region. It further recommends 

that the study be done under the auspices of the Regional Palliative Care 
Programme with the assistance of the Department of Clinical Epidemiology 


and Biostatistics at McMaster University (Recommendation #12, page 89). 
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Chapter I 


INTRODUCTION 


Background 


Palliative care has received increasing interest in recent years - 
both clinical interest and community interest - with the result that services 
of care for the terminally ill are being established in many different 


areas based on different models. 


In Hamilton-Wentworth, there are three active treatmert teaching 
hospitals with five divisions - St. Joseph's Hospital, Hamilton Civic 
Hospitals including Hamilton General Hospital and Henderson General Hospital, 
and Chedoke-McMaster Hospitals including Chedoke Hospital Division and 


McMaster University Medical Centre. 


St. Joseph's Hospital, Henderson General Hospital and McMaster University 
Medical Centre have their own palliative care services. In addition, 
the Victorian Order of Nurses has a palliative care nursing team and the 
Home Care Programme, St. Elizabeth Visiting Nurses Association and Public 
Health Nursing section of the Hamilton-Wentworth Public Health Unit provide 


palliative care services as well. 


Although the concept of palliative care extends to all patients with 
terminal dilinesss 1b 1s most often associated with terminally 211. cancer 
patients. Oncology services in Hamilton-Wentworth are coordinated under 
a regional oncology programme which includes a supportive care group, 


encompassing some aspects of palliative care under its rubric. 


The Cancer Clinic, itself, has as its focus cure-oriented treatment 
and due to limited resources has not developed a palliative care team 
of its own. Appropriate patients are referred to the palliative care 


team at the Henderson General Hospital for care. 


As each service has developed separately, there has not been any 
coordination on a regional basis to ensure that the various component 
parts combine to provide an effective and efficient district programme. 
Nor has it been ensured that all of the component parts of such a programme 


are in, place. 


The concept of a district-wide programme is one which the Hamilton- 
Wentworth District Health Council has built on over the years to the point 
where virtually all clinical services are rationalized along the programmatic 
approach. The programmatic approach 1s a reorganization of health services 
from an institutional basis to a programmatic basis, in order to make the 
best use of limited resources in providing comprehensive health care (see 


Appendix XI for a detailed description of the programmatic approach). 


There is considerable local interest in this issue, as evidenced 
by the fact that a group of individuals involved in palliative care in 
the above mentioned institutions and agencies have been meeting informally 
for a number of years. This group expressed a desire to see a coordinated 
district programme in palliative care established with a formal reporting 
mechanism to the District Health Council, similar to other regional programmes 


iat jelowle: WW Gyereee, 
Move Pe siehetye Caice Wasik occ 


Since one of the District Health Council's ongoing prierities is 
the continued refinement of the local health care system, utilizing a 
programmatic approach, it established a Steering Committee in July, 1982. 
Its mandate was to determine the feasibility of carrying out a detailed 
planning study for palliative care. The Steering Committee confirmed 
the interest of local. institutions and community agenctes in this areca, 
and established the terms of reference and membership of the Palliative 


Cancey lasik Hormcear 
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The Task Force included a mix of membership that would provide input 
from most sectors of the community involved in the delivery of palliative 


care. The Palliative Care Task Force began its deliberations in October, 


1982. 
The Purpose 

This study will examine both the potential for coordination of the 
existing component parts and the need for other component parts to provide 
an effective efficient, coordinated district programme in palliative care 
and arrive at a plan for its provision in Hamilton-Wentworth. 


Goal/Terms of Reference 


a) Goal: 


the. Palliative Care Task Force, in providing the Final Report, 
has as its ultimate goal to provide a basis on which the 
provision of a coordinated district-wide palliative care 


programme may be planned and implemented. 


b) Terms of Reference 
Li. To define the term "palliative care". 
oa To review and evaluate the Ministry of Health 


Report on Palliative Care. 


3 Tovelassity and describe.existing. palliative care 


services in the Region. 


A To determine the need for the various components of a 
comprehensive palliative care programme in Hamilton- 


Wentworth. 
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oe To recommend what organizational arrangements and 
resources are necessary to provide a comprehensive 


palliative care programme. 


Bs To make progress reports to the Health Council and 


present the final report by June, 1983. 


Methodology and Data Collection 


Initially, the Palliative Care Task Force undertook two processes 
for accumulating data - a literature review and the compilation of a detailed 


inventory, of palliative care services in Hamilton-Wentworth. 


A computerized literature search was carried out to identify recent 
literature which examined the planning aspects, as opposed to the clinical 
aspects, of palliative care. A summary of this body of literature follows 


in, Chapter 2 of @iie Gepore. 


The Ministry of Health Report on Palliative Care has not been released 
for the Task Force to review and evaluate but informal discussions were 


held with Ministry personnel concerning the report. 


In order to ascertain the need for additional components of palliative 
care in Hamilton-Wentworth, the Palliative Care Task Force needed to be 
fully aware of and understand the scope of services already present in 
the community. The detailed inventory was carried out utilizing two methods - 
personal interviews and mailed questionnaires. Personal interviews were 
conducted with designated representatives of the five active treatment 
teaching hospitals, one chronic care hospital, four community health care 
agencies, five private duty nursing agencies, eight nursing homes, three 
homes for the aged and two community support groups. Also interviewed 
were representatives of the undergraduate, postgraduate and continuing 


education programmes for health professionals in the community. 


Information from family practitioners concerning their perception 
of unmet needs and gaps in palliative care in the district was obtained 


by means of a mailed questionnaire. 


Following consultation with the Department of Epidemiology at McMaster 
University, a survey of family practitioners was carried out. Since the 
total number of family practitioners within the district is approximately 
270, and since response rate to mail surveys is approximately 30 to 40% 
at best, it was decided that there was little opportunity of showing a 
statistical difference between the two designated groups - solo and group 


practitioners. The option of obtaining descriptive data regarding palliative 


e¢are needs rather than inconclusive statistical information was selected. 


The family practitioners from each hospital were divided into two 
wroups actording to their type of practice =“group or solo, Subjects 
were selected by a process of simple randomization. Questionnaires were 
sent out to 33° solo practitioners and 45 group practitioners. This was 
followed by a-second mailing? Fifty-nine practitioners (76.52); in total; 


responded. 


Briefs were submitted by the Hamilton and District Funeral Service 
Association, the Hamilton and District Christian Churches Association 
and Health Professions Coordination Group "A" of the District Health Council 
delineating their perceptions of needs and gaps in palliative care services 


in Hamilton-Wentworth. 


Finally, the Task Force reviewed relevant population data to gain 
insight into the extent to which palliative care services are currently 


needed and to make projections into the future. 


Analysis of Data 


The Task Force examined the planning aspects of palliative care described 
in the literature; the services available in the region, the perceived 
needs and gaps in palliative care services identified by the key informants 
surveyed in the inventory and the population data. In this manner, the 
integration of general methodologies and specific information allowed 
for a more comprehensive assessment of the delivery of palliative care 


services in the region. 


As a result of the analysis and interpretation of the collated data, 
specific issues relating to unmet needs and gaps in services were identified. 


A sumary of this information is included in Chapter 3 of the report. 
Formulation of the Recommendations 


The examination of these issues in light of the goals and objectives 
of the final senort of the Palliative Care Task Porce, oled sto, ()) acerrivead 
review of alternative courses of action and (2) recommendations aimed 


at providing solutions for the identified problems. 
General Comments 


The growth of interest in palliative care services has come from 
a perceived need for more comprehensive care for terminally-ill patients. 
The need has been observed by all disciplines of health professionals, 


community support groups and the general public. 


The response to this need has been the development of groups of individuals 
within institutions and community agencies with interest and growing expertise 
in palliative care who are attempting to provide adequate services for 
this group of patients. These individuals have come to provide service 


and education for other health professionals and volunteers as well. 
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The development of the art and science of palliative care into a 
specialty area is probably one point on the continuum of improving overall 
health care services. Once the group of professionals with expertise 
in the area of palliative care have demonstrated through service provision, 
education and research, the ability to provide high quality care to terminally- 
ill patients, the responsibility for care can be returned to all health 
care workers with only a core group left to provide support, education, 
research and care to a very limited group whose problems require consultative 


Cakes 


Dr. John Scott (27) makes several points. First, it is very difficult 
to define the patients who could most benefit from palliative care or 
indeed, who are ‘dying’. Second, is that the complexity of current treatment 
for malignancies makes it difficult to know who will no longer respond 
to active therapy. Finally, there are many patients with diseases other 
than cancer who may have greater needs but are excluded from palliative 
care services. Based on these facts, Dr. Scott indicates the need for 
the integration of hospice principles into mainstream medicine, both into 


education and delivery of care systems. 


The concept of re-integration of palliative care into mainstream 
health care is also supported by Parker Rossman who states, "It has been 
suggested that the New Haven Hospice, and perhaps all such programs should 
be developed with planned obsolescence as the ultimate goal....For the 
"model" idea intends to demonstrate not only better ways of taking care 
of terminally-ill persons but also point out one way in which health care 
structures of the country can be helped to move in new directions which 
will make hospice services unnecessary, for they will then be Lap Le 2b 


in all health care programs and services."(24). 


The Palliative Care Task Force recognized this possibility of planned 
obsolescence and included it in its examination of issues leading to the 


recommendations in the report. 
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The Task Force, in carrying out its inventory, was not able to tap 
two very important sources of information concerning palliative care services. 
First are the patients and/or families who have received palliative care 
services. Second are the volunteers who are associated with the various 
institutions, agencies and community support groups within the region. 
Informative data from these groups could only be attained by sophisticated 
research tools and study designs which were beyond the scope of this Task 


Force. 


The Task Force recognizes, however, the ongoing need for input from 
these groups as palliative care services develop within this region. As 
well, the importance of mobilizing the resources and support within family 
circles and within volunteer groups, community support groups and self- 


help groups is recognized. 


Recognition is also given to the amount of time and supportive care 
given by volunteers to terminally-ill patients. The quality of palliative 


care in the region would be much lower without their service. 


The need for bereavement follow-up was an issue frequently identified 
in the inventory. At the time of death, the focus moves from the patient 
and family to the family alone. Care at the time of bereavement should 
ideally come from the family's own support system within the community. 
Health professionals need not be involved except in the case of high risk 


individuals and/or families. 


While the report introduces these issues, the Task Force recognized 
that a full discussion of their implications was beyond the scope of this 
study. It is for this reason that the emphasis of this report is on the 
establishment of a regional programme in palliative care, one of the tasks 
of which will be to address each of these issues in fuller detail. This 
report, then, provides a basis on which the provision of a coordinated 


district-wide palliative care programme may be planned and implemented. 
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Recognizing current economic restraints within the health care system 
the Palliative Care Task Force opted to make recommendations for the development 
of a staged programme. The first stage involves the integration of present 
services at a low cost to meet short term goals for improvement of palliative 
care services. The second stage will involve the development of long 
term goals for new programmes and/or facilities. The Task Force recognizes 
that this planning must be flexible and responsive to proven needs within 


the district. 


The fourth chapter of the report presents the recommendations of 


the Task Force accompanied by the rationale for the recommendations. 
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Chapter II 


PRESENT STATE OF THE KNOWLEDGE 


A recent search of the literature reveals a considerable body of information 
which examines the planning, as opposed to the clinical aspects, of palliative 
care. The literature identifies nine main areas for consideration in the planning 
of palliative care services. These are: (1) definition of palliative care; 

(2) standards of practice; (3) models of care; (4) services needed; (5) types 
of personnel needed to provide the services; (6) eligibility criteria for the 


services; (7) economic issues; (8) education; and, (9) research and evaluation. 


ile Definition of Palliative Care 


The definition of “palliative care" yaries. with the source but has 
a number of components which are consistent throughout most definitions. 
These include: (1) programmes or services that provide care to those 
for whom treatment aimed at cure is no longer appropriate but for whom 
therapy is aimed at improving the quality of remaining life (12, 13, 15, 


17, 20, 29); (2) therapeutic Services that address the physical, psychosocial 


, 20) 3 13) the 
Patent aug tanaly as ihemit of are (l2. 13,.15.. 17, 20, 29): (4) the 


end spiritual meeds of patients families’ (12, 13, 15,. 17 


COOTdI nation Of care by a multi-disciplinary team that includes health 
care professionals, (with active physician involvement) patient, family 
nndeaeiunecere ie oe Lo. tie 20, 29s (5) the Bact that. palliative 
care is ideally made available for the patient and family on a 24 hours - 
7 day/week basis from the time of diagnosis of terminal disease until 


death ana to the family atter the patient has died (13, 15, 21). 


De Siemaleneas Cit IiPeacenee 


Four main areas have been delineated as essential in planning standards 
for palliative care, (14. 23), First and foremost are patient-oriented 
standards that will provide comprehensive care for the patient in the 


terminal stages of life. Included are such areas as symptom control, 
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continuity of care, need for information and respect for the patient's 


belief system. 


Second are the family-oriented standards that provide for time, information, 
support and understanding to be made available to families and significant 


others during the terminal stages and following bereavement. 


Next come staff-oriented standards which revolve around such issues 


as staff education and support. 


Finally are standards governing the administrative role and provision 
of services. These issues include coordination and distribution of programmes 
and services in the areas of medical management of patient, supportive 
services to the patient and family, educational services, research and 
establishment of an effective decision-making process. Evaluation of 
services is another issue with which administrative standards must be 
concerned. The literature provides general guidelines or standards because 
as Mount states, "that while institutions need guidelines to develop standards, 
each setting must develop its own standards based on certain key assumptions 


dnd principles. 023) 
Models of Care 

A number of models have been identified. Services can be provided 
in institutions, in the community and some models combine both settings 
to provide more continuity of care for the patient. 

The identified models for delivery of palliative care include: 
1) a physically and economically independent facility or hospice, eg., 


St. Christopher's, London, England; St. Columba’s, Edinburgh, scotland: 


and, the Brandford Hospice at New Haven, Connecticut (13, 16, 24). 
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2) a hospital-based palliative care unit designed, equipped and staffed 
to meet the needs of the terminally ill patient, eg., Royal Victoria Hospital 
PCU, Montreal; and Hospice Victoria at Royal Jubilee Hospital, Victoria, 


Bee (anni) 6, O25, 


3) a palliative care team in an acute care hospital to act in a consulting 
Capacity as well as giving direct care, e257 50.) Luke's? Hospitals, New 


York; St. Thomas-Elgin General Hospital, St. Thomas, Ontario (6, Die a 2 


4) a palliative care team for the terminally ill at home. This may 
be associated with a hospice or palliative care unit or with an existing 
Home Care Programme, eg., New Haven Hospice, Royal Victoria Hospital, 


Montreal; St. Boniface General Hospital, Winnipeg (12, 13, 16). 


ey) palliative care in chronic hospital, eg., Salvation Army Grace Hospital, 


Loronto3;y Riverdale; (16, 24,27). 


6) palliative care in nursing homes, eg., Washington Home, Washington, 


D.C., Sisters of St. Rose Hawthorne, New York (16, 24). 
7) palliative care in a day care setting. This provides care and/or 
services, eg., physiotherapy for a few hours or can replace family member 


while working, eg., Hillhaven Hospice, Tucson, Arizona Ore Lae NG) aa 


8) palliative care by commercial health care services, eg. Comeare, 


UpJohn, Paramed (16). 


9) wholly volunteer services (6). 


A number of combinations of these models also exist, eg., Royal Victoria 


Hospitals PCS, Montreal, 
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Consideration has also been given to regional hospice networks that 
involve multi-institutional and agency arrangements to provide high quality 
care and to plan for coordination and distribution of services on a regional 


beasts 9 s10)2 


Benefits and problems associated with the various types of programmes 


are also addressed in the literature (16). 


Services Needed 


Another issue addressed is the type of services needed for terminally 
ill patient, families and for caregivers. Included in these services 
are the need for: (1) inpatient care for patient and family on a 24 hour/day 
7 day/week basis, (2) outpatient care for patient and family on a 24 
hour/day 7 day/week basis, (3) skilled symptom control, (4) multi-disciplinary 
team, (5) access to acute care facilities, (6) medical and nursing consultation 
in hospitals and at home, (7) education of patient and family, (8) education 
of staff, (9) structured staff support mechanisms, (10) bereavement 
follow-up, (11) evaluation of services, (12) research, and (13) mechanisms 
for communication and liaison between the services in institutions and 


agencies- in the community (9, 12 gaa 1s 221). 


Personnel 


In addition, the types of personnel necessary to provide the desired 
services have also been described. Many indicate the need for physician 
directed services (12, 15, 24). A Clinical Nurse Specialise to get as 
a consultant, educator, liaison, coordinator of care and a ‘support person 
for staff has also been idéntified as a nmécessity (6). 8Cther nursing 
personnel are essential in the provision of high quality palliative eare, 


both in institutions and im the community (15, 21, 2o% 
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The Social Worker is the third most frequently identified member 
of the palliative care team followed by the clergy and various other members 
of the health care team (occupational and physiotherapists, dietitians, 


pharmacists, recreational and music therapists) CH Tee aes 


The value of volunteers is emphasized in much of the literature as 
being essential to the continuity of care for terminally i111 patients (5, 7, 
12, 15, 24). They may be involved in direct patient and family support 
and care or in indirect services such as shopping or babysitting. All 


requlre appropriate training and support. 


The emphasis in the literature is on team work among the individual 
professions with recognition that all disciplines are not necessary for 


the ‘care of ally patients, Role overlap must be accepted. 


Fragmentation of care must be avoided and an attitude of cooperation 
Maintained. As Lack states; “There iseno roomin terminal care for interagency 


rivalries or interdisciplinary turf guards" (15). 
Elveibi lity «Criteria 


A number of articles also identify eligibility criteria for palliative 
care programmes. The first criterion is a decision made by the physician 
in conjunction with the patient and family that the patient 1s inthe 
terminal stages of life and that the treatment goal should be maintenance 
or improvement of the quality of life rather than cure of disease or 
prolongation of life. The length of time until death is a variable issue 
with some indicating as little time as a few days and some as long as 
a year or more before death as appropriate for admission to service. All 
indicate that admission to service should be on the basis of health care 
need, not on the ability to pay. A number of programmes specify that 
the patient must have cancer to be admitted, eg., Calvary Hospital, New 
York and the New Haven Hospice. Other acknowledge the need for other 
patient groups - end-stage heart, renal, respiratory, diabetic and neuromuscular 


disorders to be included. Some programmes specify that patients and families 
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must live within the geographic area the programme is able to serve. Preference 
is frequently given to those patients whose symptomatology is out of control. 
The criteria for admission to palliative care programmes must of necessity 

be unique to each service depending upon its philosophy and the resources 
available to it, for no programme can service all patients who might apply 


for help (9, 13, 24, 26, 29). 


Economic Issues 
Another area for consideration centres on economic issues including 

such concerns as bed/population ratio, staff to patient ratio, terminal 

care delivery costs and funding sources. Information on these areas is 


quite limited, especially from Canadian sources. 


Mount and Ajemian (21) from their experience at the Royal Victoria 
Hospital indicate that a general hospital with an active oncology service 
and with a consulting team and a home care programme may have a need for 
2-3 beds per 100 acute beds. The number of nursing care hours per day 
per patient on the palliative care unit is on an average 6.1 hours - 

a staff to patient ratio slightly higher than on general medical-surgical 
units, but lower than their projected 9 hours of care. They also indicate 
that the«small -imcréase inicosts related to increased Staff to patient 
ratio was offset by savings obtained by the reduction in the number of 


investigations on patients on the unit. 


From a careful analysis of the status of patients on their Home Care 
Programme over a three month period, Mount and Ajemian (21) suggest that 
half of the patient days on the Home Care Service would be in-hospital 


days if the servecé did mot exise. 


LePine (16), in her report, states that the Royal Victoria Hospital 
over its first five years of its home care programme recognized savings 
of almost $7,000 per patient and that between July 1979 and March 1980, 


about 3,209 inpatient days were avoided because of the service, a Savings 
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of $276 per day. She indicates that the net Savings to the health system, 
over this five year period by the operation of the Home Care Programme 


was approximately $636,784. 


From data obtained from the Palliative Care Unit at the Grace Salvation 
Army Hospital, Toronto, by the Government of Ontario, it was estimated 
Chat the per diem costes for patients in’ the unit were about 6né third 
of costs in an active bed -- $107 versus $304 per patient day at Princess 


Margaret Hospital. 


LePine (14), using the U.K. standard of .025 terminal beds per 1000 


population, indicates the need for 600 beds across Canada. 


At present, two out of three cancer patients die in hospital in Canada. 
By promoting home care programmes so that two out of three can elect to 
die at home, LePine projects net cost-savings would be at least $210 million 
per annum. By combining a national home care programme with the development 
of special palliative care units in hospitals, she projects a net cost 


Savings in excess of $700 million per year. 


The search of the literature revealed two studies done in the United 
States that also suggest the potential for substantial cost Savings following 
the introduction of integrated palliative care services. Amado, Cronk 
and Mileo (1) reported on the cost effectiveness of a Blue Cross-funded 
demonstration of routine and extended home care services for 55 dying 
patients. The authors reported a savings of 943 in-hospital days and 
a cost savings of $93,549 or approximately $1700 per patient. They caution 
that for this type of programme to be successful third-party payers must 


accept the idea that home care is an appropriate level of care. 


The study by Bloom and Kissech (3) of nineteen matched pairs of terminal 
patients reported a 10.5-fold difference between the mean total 2-week 
charges incurred by those dying at home and those dying in hospital. The 
mean per diem cost for those dying at home was $42. For those in hospital, 


it was $441 per diem. 
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The literature indicates that funding for Palliative Care Services 
Gomes from a Variety of Sources, both public and: private (ll, 3, 6, 15). 
A substantial amount for home and hospital care in Canada comes from government 
funding. Private insurances and organizations such as the Canadian Cancer 
Society provide additional funding for patients in the home. Some programmes 


such as the Windsor Hospice are supported by community donations. 


The literature dealing with economic issues indicates the costs of 
terminal care in hospital are substantial and suggests that integrated 
palliative care programmes consisting of home care and inpatient services 
could substantially reduce health care costs for this group. However, the 
assessment of economic issues is, at best, limited and a detailed economic 
assessment would be necessary to determine if these preliminary findings 


are accurate and the projected savings could occur. 


Education 


Much of the literature indicates a need for education of health personnel 
of all disciplines, at all levels of experience, as well as for patients, 
families and volunteers. The recognition of this need and the inclusion 


of education is an essential element in planning palliative care programmes. 


The standards set down by the International Work Group on Death, 
Dying and Bereavement (20) include those dealing with the need to educate 
and update patients, families and palliative care staff. For health professionals, 
education must occur on several levels. The first is education for all 
disciplines in all areas of health care to heighten awareness of the needs 
of terminally ill patients and their families (29). The second relates 
to the education and training of all staff members and volunteers at 
the time of employment in palliative care (5, 21, 29). The third is continuing 
education on a regular basis to keep health care personnel abreast of 
new developments in the area of palliative care (13, 21, 29). Education 
needs to occur in both under and postgraduate programmes in all disciplines 
involved in palliative care to sensitize health care students to dying, 
death and grief processes, to further understanding of terminal care 


concepts and to inculcate sound palliative care methodoloey (13, 24, 290", 
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Conferences, lectures, seminars, discussion groups, workshops, service 
rounds, student electives, residency rotations and inservice education 
have all been identified as methods of dispersing palliative care information 


as well as one to one consultations between health professionals. 


Education service has been an integral part of the leading programmes 
both in Britain and Canada, with St. Christopher's, St. Columba's and 
the Royal Victoria Hospital Service all placing strong emphasis on meeting 


the educational needs of health professionals and volunteers (13). 
Research and Evaluation 


The final area for consideration in palliative care planning is research. 
he literature identifies two. areas for consideration. One is evaluation 
of present services including evaluation of staff and volunteers, of services 
rendered and of programmes' effectiveness (2). The second is controlled 
scientific research into a number of issues surrounding palliative care. 
The efficacy and effectiveness of palliative care Services, 4S with all 
other health care services, need to be assessed. Cecily Saunders, M.D. 
indicates the need for research to provide positive proof of the value 


of hospice care if it is to gain acceptance in the health care field (19). 


Walter Spitzer, M.D. cites the need for randomized clinical trails 
to validate the worth of palliative care (19). A multitude of elimicaiiy— 
based questions need scientific research to clarify them, e¢@., pain and 
Symptom control agents and methodologies. Research is also needed in 
the area of education to determine the value of curriculum changes and 
educational programmes for health care professionals and training programmes 
Tor volunteers, (12,19). Again, St. Christopher's, St. Columba'’s and 
the Royal Victoria Service identify research as an essential component 


Of Gheans Services: 
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In summary, many of the issues involved in the planning of palliative 
care services are well delineated in the literature with the exception 
of the economic issues which require further research to support the pilot 
findings. Information regarding coordination of regional programmes is 
also quite limited. Except for these two areas the literature provides 
a good data base for planning of palliative care services in a coordinated 


manner. 
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Chapter III 


PALLIATIVE CARE IN HAMILTON-WENTWORTH - AN OVERVIEW 


The inventory of palliative care services undertaken by the Palliative 
Care Task Force included 19 agencies/institutions within the District. In 
addition, briefs were presented by the Hamilton District Funeral Service 
Association, the Hamilton Christian Churches Association and the Health Professions 
Coordination Group "A" of the District Health Council. The Task Force also 
undertook a survey of family practitioners and a review of relevant population 
data. For a full description of each of these data sources, seé the Introduction 


to this Report. The data is summarized in the following sections. 
Ae Components of a Definition of Palliative Care 
ee ee gee Lae ive Gore 


Although the definitions of palliative care varied among the key 
informants surveyed, there were components that were common to all of 
the definitions. These were: 

1) an incurable disease entity, 

2) no active investigation, diagnosis or intervention 

directed at cure of disease, 

3) Symptom management is the focus of medical 


investigation, diagnosis and intervention, 


4) provides physical, psychosocial and spiritual care, 
a) patient has limited life expectancy, 
6) involves support for the patient, family and 


Significant others, 
7) emphasizes dignity and quality of life, 
8) utilizes a multidisciplinary team for care including 


professionals, non-professionals and volunteers, 


9) includes support mechanisms for the care giver, 
10) involves bereavement follow-up for the family, and 
pa) presupposes information-sharing with the patient and family 


and their involvement in the decision-making process. 
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Objectives of Palliative Care Programmes 


Five institutions/agencies in the Hamilton-Wentworth area have palliative 
care services with specific objectives defined. The compatability of 
these objectives with the objectives of a sample regional palliative care 
programme is demonstrated in Table 1. There appears to be considerable 
similarity amongst the objectives of the individual programmes in the 
region. These objectives can also be integrated easily with the objectives 


of the sample regional programme. 
Hospital Palliative Care Services 


Table 2 demonstrates the comparability of palliative care services 
in Hamilton's five acute care Hospitals and one chronic hospital on) the 
Variables: description of programme, eligibility criteria amd wer lizacron 


Hie SOiqiKeoes. 


Three of the five acute care hospitals (St.Joseph's, McMaster University 
Medical Centre and Henderson General) have formalized palliative care 
services providing consultation, counselling, education and bereavement 
follow-up. Hamilton General and Chedoke Hospital as well as St. Peter's 
Centre have no designated palliative care programmes but do provide some 


services to palliative care patients. 


The hospitals’ palliative care teams are fairly consistent as to: 
(1) définition of palliative care, (2) objectives of teams (3) model of 
care - a palliative care consultation team, (4) types of services provided, 
(5) eligibility ¢riteria, (6) educational Punction., and) (7 )enesearen 


and evaluation of present services. 


There is a wide variation in the number of administrative/advisory 
groups, from no designated palliative care group at the Hamilton Civic 
Hospitals, through palliative care interest groups at Chedoke Hospital 
and St. Peter's Centre, a Palliative Care Committee at McMaster to several 


committees at St. Joseph's Hospital. 
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Composition of the palliative care team varies considerably from 
institution to institution. St. Joseph's has two full time staff - a 
registered nurse who acts as coordinator and a social worker. A medical 
oncologist serves as medical director and a consultant on a part-time 
basis. The service has a secretary on a half-time basis. A clergy Liaison 


and volunteers are also available. 


McMaster has a full time registered nurse acting as coordinator with 
ectess TO all other hospital services.  & medical oncologist is available 
to the team on a consultation basis. A minimal amount of his time is 


available for palliative care. 


AlT members ob athe teanmwat, the Henderson General, including the physician 


> 


social worker, clergy and secretary work on a part-time basis. 


Only McMaster attempts to provide coverage on a 24 hour/day 7 day/week 


on-call basis which is very difficult with only one full time team member. 


Funding sources also vary from a specific palliative care budget 


BECoi.. Josep. s to funding from departmental budgets at McMaster. 


The final area for comment in the hospital data is that, although 
there is no direct cost to the patient or family for palliative care services 
Providing they have OVHi TYP) andyox Srher insurance coverage, there are 
a number of indirect costs. These indirect costs include such things 
as loss of income for spouse and/or other relatives, parking fees, meals 
at hospital if remaining with the patient for prolonged periods, babysitting 


and help in the home. 
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TABLE 1 


SUMMARY OF THE COMPATIBILITY OF OBJECTIVES OF A SAMPLE REGIONAL 
PALLIATIVE CARE PROGRAMME 
(EAST CENTRAL ILLINOIS HEALTH SYSTEMS AGENCY = ECIHSA®) 


WITH OBJECTIVES OF INDIVIDUAL PROGRAMMES IN HAMILTON=WENTWORTH REGION 


4] ECIHSA PROGRAMME PALLIATIVE CARE OBJECTIVES OF NAME OF 4 
4 OBJECTIVES INSTITUTIONS/AGENCIES IN EN See) ONG, 4 
4 HAMILTON-WENTWORTH REGION*® AGENCY 4 
4 4 
4 4l 
{| Overall goals: q 
4 4 
ite Lan ehiesssibions t To assist the primary care givers in S tien J Ose ins 4 
(4 range, to cooperate the Sbios partial wand) community. comp rows die Hospital 4 
q to provide the optimum care to terminally ill b] 
1 resources and patients and their faminlies who 4 
| expertise for Helace stor S ten dose pins HOS pastar ins 4 
{hag hemquiradk. ty, 4 
1 cost-effective The development of a functioning Hamilton 4 
{ hospice care in Palliative Care Consultation Team Chava 4 
i three current Within the Civile Hospi tals stor thie Hospitals 4 
i programmes provision of consultative care to 4 
4 the dying patient and his family. 4 
4 s]] 
qd To coordinate palliative care Chedoke- 4 
4 Weak wiolakiel “AleXey Ghig\isjeak iewliszttoyel 4 sb elSigiie 1 3es7 McMaster q 
1 the needs of patients and staff Hos pascalis bs 
4 and make recommendations to the 4 
4l Palliative Care Committee; to 4 
4d provide direct clinical service q 
1 €O Specific patients and families | 
4 and to?’ provide "support sto ssitare by 
4l working with palliative care 4 
1 patients. | 
4 4 
4 To deliver comprehensive quality W/alenetoya sh Wo) 4 
4l bealth care to each patient and Onidicw= oir 4 
4 family by establishing policies, Nurses q 
4 procedures and standards of care 4 
al of the terminally ill patient. 4 
4 4 
1 To enhance the "quality of l'te Public 4 
"! fom steliemainallty Neo ataencts Health 4 
41 who have chosen to die at home Nurses 4 


4 
12.) in jehie onic; To assist with the development St. Joseph" s4 


4] 


ECIHSA PROGRAMME 
OBJECTIVES 


term, to ensure 
access to hospice 
care througbout 
the region 


Objectives: 


le LOM eisitan ash 7a 
coordinating steer=- 
ing committee that 
will meet regularly 
to exchange ideas 
and experiences 


Ze elOm Cit rise 
hospice services to 
other parts of the 
health service area 


SO Sr saponin neoerepess eee 
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Table 1, continued 


PALLIATIVE CARE OBJECTIVES OF 
INSTITUTIONS/AGENCIES IN 
HAMILTON-WENTWORTH REGION* 


of a coordinated regional hereave- 
ment programme for survivors. 


Continued involvement in the 
Regional Palliative Care Interest 
Group which is comprised of repre- 
sentatives from each agency and 
bospital involved in the care of the 
dying. The mandate is to identify 
and coordinate the palliative care 
needs of the community on a regional 
basis, 


To Tepresent the” institution at ‘the 
Regional Palliative Care Committee 
meetings 


To assist primary care givers in 
bospital and community to provide 
optimum care to terminally ill 
patients and families who relate to 
Ste Joseph's Hospital and to provide 
Support mechanisms for caregivers of 
terminally ill patients 


The development of a collahorative 
relationship with community-based 
CAaLeGiVers; eG VieOmN.,) Home: Care, 
St. Elizabeth Nurses, Public Health 
Agencies, Community physicians etc. 


LO aCcerast an consistant. to othe 
departments on matters dealing with 
the care of palliative patients and 
to work as a liason with community 
resources So “thiat patient care as 


NAME OF 
LENS TIT NVON? 
AGENCY 


4 


St. Joseph's 4 


Hospital 


Hamilton 
Calvare 
Hospitals 


Chedoke- 
McMaster 
Hospitals 


St.Joseph's 


Hospital 


Hamilton 
Grivase 
Hospitals 


Chedoke- 
McMaster 
Hospitals 


4 
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Table 1, continued 


A 


4 ECIHSA PROGRAMME PALLIATIVE CARE OBJECTIVES OF NAME OF 4 
4 OBJECTIVES INSTITUTIONS/AGENCIES IN INSTITUTION, 4 
4l HAMILTON-WENTWORTH REGION* AGENCY 4 
4 4 
4 4 
4 coordinated and admission and 4| 
4 discharge to and from the 4 
4 hospital takes place with ease 4 
4 4 
4l To maintain effective working Victorian q| 
4l relationships with other Order of 4 
4 disciplines and V.O.N. nurses Nurses 4 
4) 4] 
4 To maintain effective cooperation Publae 4q 
4 and collaborative relationships Health 4 
4 with other disciplines and Nurses 4 
4 community nursing services q 
4 4 
13... To shane a To provide educational services St. Joseph's 4 
| programme of aimed at disseminating the prac- Hospital 4l 
4 continuing edu= tice, methods, standards and 4 
Sicastionn st Or philosophy of palliative care to ql 
1 bospice members health care staff in hospital and 4 
4l community; students of various 4l 
ql disciplines and terminally ill 4 
4 patients and their families 4 
4 4 
4l The provision of education to Hamilton 4 
ql Medical, Nursing, and Social Work ChavenC 4 
4 staff within the Civic Hospitals; Hospitals 4 
4 the education of students in the 4l 
ql Health Sciences - undergraduate 4 
4l and postgraduate - in the philo- 4 
4 sopby and science of palliation. 4 
4l The education of other disciplines, 4 
4 eg.- social work, chaplaincy etc., 4 
4| will also he included where appropriate 4l 
4 4 
4l To work with Patient Care Coordinators Chedoke- 4 
4 Clinical Teachers and Clinical McMaster 4 
4l Managers to develop an educational Hospitals 4 
4 thrust consistent with the philosophy 4 
4 of palliative care and to participate 4l 
4 in educational programmes of the 4 
4 Faculty of Health Sciences and in other 4l 
4 programmes preparing professionals in 4 
4l accord with his/her clinical expertise 4 


4l 4 


4 To provide an atmosphere of learning Vite to raya 4 
4 
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Table 1, continued 


{| 


4] ECIHSA PROGRAMME PALLIATIVE CARE OBJECTIVES OF NAME OF 4l 
4 OBJECTIVES INSTITUTIONS/AGENCIES IN DN Sher Te iN py 4 
4 HAMILTON-WENTWORTH REGION®* AGENCY 4] 
4 4 
4] 4 
4 and staff development through Order of 4 
4 Orientation, continuing edu- Nurses 4 
4 cation and support programmes 4 
4l for members of the team ql 
4 4 
4 To provide general education ahout Public 4l 
4 grief and loss to specific target Health 4 
4l populations, eg. school ehzldren, Nurses 4l 
4 Organizational groups. 4l 
4 4 
1 4. To collaborate in As for objective 2; to provide a St. Joseph's 
1 developing treatment hereavement follow-up programme Hospital 4 
IPPBOtecolise for aimed at prevention & reduction ql 
1 patients and their of negative consequences of grief 4 
families & to provide a volunteer service ql 
4 for palliative care patients 4 
4 4 
ql To continue to develop the Pall- Chedoke- 4 
q lative Care programme through the McMaster 4 
4 interpretation and implementation Hosipatadis 4 
ql of policies and procedures and to 4 
4 recommend changes in practice and 4l 
4 /Or procedures to accommodate 4 
dl palliative patients 4 
4 4 
4l To demonstrate an understanding of Victorian 4d 
4 the patient with a terminal illness Order of 4 
4) and the impact of illness on the Nurses q 
4 the family; to provide quality care s] 
4 to terminally ill patients that 4 
4| enables the patient to remain an active 4 
4 family member if he/she wishes and 4 
4 to ensure patient Pay ta caipatwon. an 4l 
4 decision-making wherever possible ql 
4 4 
4 To provide comfort and relief in JD VQ) JEST TS, 4 
4 controlling the patient's distress- Health 4 
4| ing symptoms ( physical, psycholog- Nurses 4 
4 ical, interpersonal and Soylent ieieuil )) 5 4 
4l to demonstrate an understanding of 4l 
ql the individual with terminal illness b] 
4 and the impact on the family; to assist 4 
4 individuals with successful grieving 4 
4| & to identify individuals ana families 4 


4 who exhihit morhid grief reactions 4 


ECIHSA PROGRAMME 
OBJECTIVES 


5. To develop an 
evaluation method- 
ology,» un cwluda nig 

Un Thonn data coll— 
ection with assist- 
ance from University 
fone Ie bal abigeyt. a 


6. To develop 
research method= 
ology in conjunction 
with University of 

16 IE ALS Eo WelaLS 


7. TO cooperate in 
community public 
relations programme 


8. To yointly inves t— 
lgate financial reim- 
bursement for hospice 
service 


* Refers 
with set ohjectives. 
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Table 14. scontinved 


PALLIATIVE CARE OBJECTIVES OF 
INSTITUTIONS/AGENCIES IN 
HAMILTON-WENTWORTH REGION* 


The initial assessment of Palliative 


Care needs of the Hamilton General 
Hospital and Henderson General 
Hospital. This assessment will 
provide for effective resource 
identification and allocation 


To set up a method for collection 
of statistics and evaluation of 
the programme 


To monitor standards of nursing 
performance through regular 
evaluation with nurses on the team 


Research in palliative care = to 
identify and plan to meet the needs 
OL.) mathew patient a ancdanh Smet amimeys, 
(2) the Civic Hospitals, (3) the 
community 


To identify research in the area of 
pailiative care 


To participate in research which 
contributes to the improvement of 
Gare ton the terminally i221 patient 
and his family 


Educatvon sot Sthempubliuc 


NAME OF 


INS: DE TUL ON/ 


AGENCY 


Hamilton 
Cave 
Hospitals 


Chedoke- 
McMaster 
Hospitals 


Victorian 
Onder or 
Nurses 


Hamilton 
(Gpakyeaue 
Hospitals 


Chedoke- 
McMaster 
Hospitals 


Weak @aieie 1 Elia 
Order of 
Nurses 


Hamilton 
Galvaue 
Hospitals 


TS SS See SSS SS SPSS SS SSS SSS “SSSI 


4 
4| 
4 
4 
4] 
4 
4 
4] 
(| 
4] 
4 
4 
4l 
4 
4] 
4! 
(| 
4 
4 
4 
4 
4| 
4 
4 
4 
4 
4 
4 
4 
4) 
4 
4 
4l 
4 
ql 
4] 
{| 
4| 
4 
4] 
4] 
4] 
4 
4 
4| 
4 
ql 
4 


to Institutions/Agencies with specific palliative care programmes 


4 
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Home Palliative Care Services 


Table 3 demonstrates the compatibility of palliative care services 
in Hamilton's four home health care agencies on the variables: description 


of programme, eligibility criteria, and, utilization of services. 


The four agencies (Home Care Programme, Victorian Order of Nurses, 
St. Elizabeth Visiting Nurses’ Association, Public Health Nursing) provide 
palliative care services in the home. Home Care provides a multidisciplinary 
service, while the other three agencies provide home nursing services. 
Home Care, Victorian Order of Nurses, and St. Elizabeth's provide more 
direct patient care in addition to counselling, patient education and 
bereavement follow-up while the Public Health Nurses emphasize the latter 
three. The Home Care Programme provides the coordination of multidisciplinary 
services and contracts with the other agencies for nursing services. Only 
the Victorian Order of Nurses has a designated Palliative Care Team providing 
home nursing care. Public Health Nursing is developing a Bereavement 
Follow-up Team to provide support for high risk spouses and families. 


Minis 1S Clegeiciinec aja, Weel 4 


Presently very little statistical information specific to palliative 
care is available concerning per diem cost to the agency, average number 


of care hours, admissions, average length of stay or discharges from service. 


Only the Victorian Order of Nurses’ Palliative Care Team has admission 
and discharge statistics specific to palliative care available at the 


present time. 


The home health care agencies are quite consistent as to: (1) definition 
of palliative care, (2) objectives of their services; (3) administrative 


structure, (4) elietbility eriteria, 2nd “s) <dheation. 
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Palliative Care Services Provided by Private Duty Nursing Agencies 

Table 4 demonstrates the comparability of palliative care services 
provided by five private duty nursing agencies in the Hamilton area on 
the variables: description of the programme, eligibility criteria and 


utilization of services. 


The five agencies are fairly homogenous in the services they provide, 
the type of personnel available, eligibility criteria and utilization 


Of Services. 


There are minor differences in the cost to client among the agencies 
for each of the catagories of personnel. Two agencies (Community Nursing 


Registry, Comcare) are planning the development of palliative care teams 


in 1983. 


Only Para-Med Health Services had statistics specific to palliative 


care available. 
Bereavement Follow-up Programmes 


Although all the agencies/institutions inventoried provide bereavement 
follow-up, with some programmes more formalized than others, there are 
two agencies providing this service specifically. The comparability of 
the two services on the variables: description of service, eligibility 


criteria and utilization of services is demonstrated in Table 5. 


The Public Health Nursing Services of the Hamilton-Wentworth Regional 
Health Unit and the Family Services of Hamilton-Wentworth, Inc. both provide 


bereavement follow-up services. 


There are a number of differences between the two services. Public 
Health Nursing has formed a Bereavement Follow-up Team of seven nurses 


propared at the baccalaureate level. Family Services utilizes social 


workers to provide counselling. 
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Funding sources and cost to client also differ. There is no direct 
cost to client for the Public Health Service whereas Family Services has 
a counselling fee of forty-six dollars per hour which may be subsidized 
depending upon the client's ability to pay. They have also provided group 


counselling for parents following perinatal bereavement. 


The Public Health Bereavement Follow-up Programme, which is at present 
mainly receiving referrals from St. Joseph's Hospital, is planning expansion 
of their services to other hospitals and community agencies in the area. 
They are hoping to include follow-ups on families experiencing trauma 
deaths, emergency room deaths and medical-surgical deaths as well as palliative 
and perinatal deaths. Family Services has no plans for expansion at the 


present time. 


Educational input varied between the two services with the Public 


Health nurses having a more formalized programme at present. 


Palliative Care Services Provided by Community Support Agencies 
Two community support agencies are providing services to palliative 


care patients. The services are summarized in Table 6. 


Both the Canadian Cancer Society and the Friendly Visitors provide 
volunteer services for palliative care patients and families. In addition, 
the Cancer Society provides funding for nursing and homemaking services 


as well as for dressings and equipment. 


Funding sources differ with the Cancer Society's coming from their 


annual campaign while Friendly Visitors come from several sources. 
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Palliative Care in Nursing Homes 


In November of 1982, the Palliative Cave Task Force sent out 21 preliminary 
questionnaires to nursing homes in the district. There were 9 responses 
returned. Of these, 4 refused to be interviewed. Five directors of nurs ing 
were interviewed. Because of the low number of responses and the fact 
that all but one of these were small homes, three additional, large nursing 
homes - St. Elizabeth's, Downtown Convalescent and Mountain Nursing Homes, 
as well as three homes for the aged - St. Joseph's Villa, Macassa Lodge 
and Wentworth Lodge were interviewed. All responded. Because of the 


limited number of responses, data obtained must be viewed with caution. 


Most respondees had difficulty defining the separation between chronic 
or long term care and palliative care. The smaller homes send most patients 
to actite care facilities’ to die ‘for two main reasons. ‘The first ts the 
lack of equipment, eg., oxygen to make the patient comfortable during 
the terminal stages. The second is the fact that deaths in nursing homes 
automatically become cases for investigation by the coroner's office. 

The larger homes will maintain the patient in the facility if the patient 
or family request it and the attending physician agrees. However, problems 
can arise if there is a disagreement between family and physician as to 


where the patient should die. 


The number of deaths in nursing homes and homes for the aged ranges 


Prem 2=3i per month ‘to 1-2 per year: 


The responses indicate a low level of knowledge concerning the resources 
for palliative care patients within the community. Educational activities 
mainly are those sought by individual staff members beyond the work environment. 
One institution has held two inservice educational sessions on palliative 
Gare for 1fS staff and another institution is starting a series of inservices 
on palliative care in June, 1983. Two of eleven respondees utilize Home 
Care consultations for their palliative care patients, eg., physiotherapist 


or occupational therapist. 
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Family support through the terminal stages is minimal and done on 
an individual basis. Bereavement follow-up is done on an informal basis 
by the staff on their own time. Little or no support is given to the 
remaining residents when a death occurs. No formal methods of staff support 


exist. Start support 18 given On ap incidental, pacieneds teal, 


Although the survey number was small, the identified needs are similar 


to those put forth by other institutions and agencies within the community. 


Hamilton and District Funeral Service Association 


The funeral directors in their brief identified three main areas 
where they may provide service for palliative care patients and their 


fam bres. 


A major area of concern for the funeral directors was bereavement 
follow-up with the immediate family. Since they are involved with the 
family at the time immediately following death, the funeral directors 
may be a source of referral for a bereavement follow-up programme, especlally 


for families with minimal or no involvement with health care agencies. 


Secondly, if the patient and/or family wished to talk with each other 
about death and funerals or plan around these issues, funeral directors 


would be available for conferences in the home or hospital. 


The third area where funeral directors felt they could be of assistance 
was in the interaction between professional groups. They are willing 
to act as educational and supportive resources for health care professionals, 


thereby benefiting palliative care patients and their families. 


LO; 


es 
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Hamilton and District Christian Churches Association 
ee re eee see ee Oe ETL ee 


In their brief, the Christian Churches Association described the 
services that the clergy provide for palliative care patients and their 


families. 


In general, the parish priest/minister is the focal point for care, 
Supported by a group of volunteers. Almost all denominations have employed 
hospital chaplains to care for people who are from out-of-town, or who 


are unaffiliated with a particular congregation. 


Palliative care involves understanding and Supporting the patient, 
family and friends through the terminal stages and following death. Formal 
bereavement care includes an immediate visit to the bereaved, funeral 
planning and follow-up visits. These visits vary in intensity and frequency 
depending upon the circumstances. Referral for counselling or therapy 


from health care professionals may occur. 


Parish clergy do not usually see themselves as part of the team approach 
to the needs of the dying in the hospital and only occasionally in home 


care or nursing home care. 


Attempts at "training for visitation" which include issues in death 
and dying are very ad hoc and not enthusiastically attended. There have 
been congregational study groups on death and dying. There is a general 
lack of consistency in screening and training of volunteers for palliative 


Care. 


Palliative Care Education 


Representatives of educational institutions in the region were approached 
to ascertain the quantity of palliative care education offered both on 


the undergraduate and postgraduate levels for health care professionals. 


a) 


b) 


c) 
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Undergraduate Education 


In view of the types of learning utilized in medical and nursing 
undergraduate programmes in Hamilton, it is very difficult to estimate 


for any programme the amount of time alloted to the care of the dying. 


The medical and nursing programmes at McMaster University utilize 
the Problem-Based Learning Methodology. This means that, although 
all students are exposed to concepts surrounding death and care of 
the dying, the depth of knowledge attained and the clinical experience 


obtained in this area are very individualized. 


The Mohawk College Diploma Nursing Programme utilizes learning 
by objectives and is based on the Roy Adaptation Model. The concepts 
of death and dying are carried as a "thread" throughout the modules 


upon which the programme is based. Again, it is difficult to estimate 


the amount of time spent as the depth of knowledge and clinical experience 


are also individualized in this programme. 


Postgraduate Education 


The opportunity exists in both the Post-R.N. Degree Programme 
and the Masters of Health Science (Health Care Practice) Programme 
for the students to select an elective in palliative care depending 


upon the» availability of clinical facilities and faculty supervision. 


The quantity of palliative care education in the medical residency 
programmes is also very individualized depending upon the core programmes 


selected, the clinical placements and the faculty supervision available. 


Continuing Education 


McMaster University offered two educational events in palliative 
care 1n 1982. The Programme in Continuing Medical Education offered 


a Day in Palliative Care in May, 1982 which 126 health professionals 
attended. 


d) 
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The Postgraduate Academic Studies Programme offered a six-week 
course, "Philosophy and Techniques of Palliative Care", from October 18 
to November 22, 1982. Seventy-six health professionals applied and 
thirty-seven were accepted. There is a waiting list of thirty for 


the next course offering. 


The Hamilton Academy of Medicine offered two presentations concerning 
palliative care in recent months. "Palliative Care in the Home" 
was offered in November, 1982; ''The Management of Severe Cancer Pain 
in the Home Setting" in January, 1983. Both were attended by approximately 


fifty members. 


The Clinical Behavioral Sciences Programme, although it has 
not identified practitioners with an interest in palliative care, 
offers courses that would increase the knowledge and skill levels 
of health professionals involved in palliative care. Although the 
programme advocates the integration of practitioners from various 
backgrounds in its courses, consideration would be given to a stream 
for professionals involved in palliative care if the need was identified 


within the community. 


Mohawk College, in keeping with its policy of avoiding duplication 
of programmes offered by McMaster University, has not developed any 


palliative care education courses. 


Summary 


In addition to these activities, there have been a number of 
inservice programmes and seminars at the various institutions and 
agencies in the community as well as events for interested community 
groups such as service clubs, church groups and paramedics. These 


are enumerated in the institution and agency inventories. 


bee 


1s 
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Perceived Needs and Gaps in Palliative Care Services 

Needs and gaps in palliative care services were identified by all 
key informants in the inventory as well as by the Hamilton and District 
Funeral Service Association and the Hamilton and District Christian Churches 
Association. These are delineated in Table 7 as are the proportions of 
the respondents. The Health Professions Coordination Group "A" of the 
District Health Council also identified a number of concerns in this area 


(see Appendix VII). 


In addition, the survey of family practitioners identified many issues. 
Since there was no significant difference in the results between the two 
types of practitioners - group or solo, the data was summarized together. 
The identified needs and gaps as well as the proportions of the total 


for each response are displayed in Table 8. 


Similar concerns issued from all sectors of caregivers surveyed. 
The responses fell into five main catagories: (1) financial issues, 
(2) communication difficulties, (3) difficulties in coordination, 
(4) need for education, and (5) services needed. There was obviously 
some overlap between the catagories, with some issues being addressed 
in more than one catagory. Responses varied from general concerns to 
specific suggestions for travelling records and regional assessment forms 
for palliative care patients. Responses, number of responses per group 


surveyed and totals are summarized in Table 9. 
Duplication of Services 
Three main areas of duplication of services were identified in the 


survey. The first is the overlapping of role functions between different 


catagories of professionals. The second is the repetition of patient 


assessment by a number of persons, mainly because information is not communicated 


quickly enough - eg., hospital team and home care nurse or public health 


nurse are both doing assessments. 


4. 
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The third duplication is in the area of bereavement follow-up. Since 
bereavement follow-up is mainly being done on an informal basis with no 
one person or agency being identified as responsible, several persons or 
mone may be involved in follow-up. There is some territoriality existing 
with groups not wishing to turn patients they have been involved with 
over a long period of time over to another group for bereavement follow- 


up. 


Demographic Data 


In considering the potential target population for paliiative care 


in Hamilton-Wentworth, several areas must be examined. 


a) Population 


In 1981, Hamilton-Wentworth had a resident population of 411,445, 


approximately 75% of which resided in the City of Hamilton. Approximately 


136,000 persons (32.8%) fell in the 45+ years ages groups; the 


age groups in which 92.5% of the deaths from neoplasms occurred. 


The significant trends in resident population are a decrease 
in the youth and young adult population and an increase in the mature 


adult (35-64 years) and senior citizen (64+ years) groups. 


b) Morbidity/Mortality 


The number of new cancer cases registered at the Hamilton Cancer 
Clinic increased from 1487 in 1971 to 2507 in 1980 - an increase 
of approximately 60%. In 1980, over 50% of these new cases listed 


Hamilton-Wentworth as their place of residence. 


In Ontario, the death rate appears to be slowly decreasing since 
1970, whereas, in Hamilton-Wentworth the trend is to an increasing 


number of deaths (Appendix IX). 
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Appendix IX also contains cancer incidence tables, total deaths 


in Hamilton-Wentworth and in Ontario, deaths by age groups and by 


hospitals in the region as well as Home Care deaths. 


1) 


Zz) 


3) 


The data in this Appendix demonstrate: 


That approximately 90% of deaths from neoplastic 


disease occur in hospital in Hamilton-Wentworth. 


That approximately 45% of the deaths from neoplastic 
disease occur at the Henderson General Hospital and 


25% OCCur at St. Joseph's, Hospital. 


That the number of deaths from neoplasms at the 
McMaster University Medical Centre doubled from 


Eo7o: be 82. 


In summary, this chapter delineates the palliative care services 


available in the region. As well, the perceived unmet needs and gaps 


in service and the duplications in service are displayed and summarized 


in Table 9. These were used along with the information obtained from 


the literature review in determining the recommendations included in 


Chapter 4 of this report. 
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TABLE 7 


Summary of Data from Palliative Care Inventory* 
Re: Unmet Needs and Gaps in Service 


Perceived Needs and Gaps in Service 


io» I aligelicuenbhev Il s 


— finaneral) support for families of 
patients dying at home for: 


i) nursing care when insurances 
ana Cancer "Society hours non 
out and criteria for Regional 
Social Services can't he met 


ii) palliative care services for 
terminal patients) with non- 
malignant diseases 


baa) f6r equipment and dressings» etc. 
when not covered hy Home Care, 
Gance~e sicic vety Ore nsuUrances 


= Coverage for services, for patients 
WHoOtarera lowed  outsoiphoespitgel pon 
day passes but need nursing services 
while at home - eq. dressing change, 
Hickman catheter flush 


- need for private insurance coverage 
EOme rend inenviond ) ReiNr. Cave agiong yi tO 
R.N.A. and Homemaker as R.N. usage 
is not always appropriate 


- expansion of some services in the 
home = eg. the number of visits 
elieved Aronepain injections \oer day 


- funding for hereavement follow-up 


> EOMCEeomel sepunelsliner aeeie pies 
funerals to he arranged in advance 


— isevexcl Setere tekrekoinkeniakejey il sEibueKiec il 
26) (Gommunaica talon; 
= a need for improved communication 


between agencies and individuals 
involved in patient care. The lag 


Dig joyoie sLloyin jie 
Respondents 


7/21 


9/21 


A125 


D2 


Ait 


2/24 


WALD 


1721 


oo 
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TABLE 7, continued 


Perceived Needs and Gaps in Service 


time hetween patient's arrival for 
eres eligusl ALinir@neieliwiL@in werei Well a6 
often high (2-3 days). Estahlishing 
telephone contact is often areticult 
and time consuming, producing a need 
for duplicatilonot service = 4g, 
assessment of needs 


a need to indentify to patient, 
family and all members of the team 
who is primary case manager for 

GliENels) joyelierlGieie 


a need for communication aids: 


i) regional travelling record for the 
patient 


ii) palliative care communication 


record including assessment of 
needs and interventions tov he 
forwarded immediately hetween 
agencies and individuals involved 
in patient care when UNI “epeelians| ie Gig 
hetween services is made. A copy 
sbould always he forwarded to the 
Cand Ly practi tiover immediately 


iii) regional pain assessment and 


Dis 


evaluation forms 


iv) regional medication ehiar ting sheet 


for home patients 


¥) am information, selt=-pbelp hook rftor 
patients dying at home 


Coordi na talon: 


a need for continuity of care for 
the patient and the family with 

coordination hetween all agencies 
and no gaps to hinder total care 


a acceptable definition of palliative 
care for the region 


[PIG O)|OO)ia ukOigl ic 
Respondents 


13/4 


5/21 


6/21 


Os 2a 


1724 


724 


es 


tts 


5/21 
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TABLE 7, continued 


Perceived Needs and Gaps in Service DIESE IE WL C)iol (pre 
Respondents 


= estahlishment of acceptable standards 
of palliative care for the region if | 


- a regional palliative care coordinator 
OR 


i) act as a resource for all community 
agencies 


it) to eStablish educational needs in 
palliative care and coordinate 
educational programmes 


iii) to identify and coordinate research 
in the region 


iv) to coordinate services in the 
community 67/2) 


elavadtlablity of a 24. boury per day telephone 
resource for patients and family 4/2) 


= avarlabilaity of consultation house Gal ils 
with family practitioners 1 f2 


= an inventory or- directory of services 
available forrppalliative care patients Sra 


= coordination of volunteers regionally 
One 4 


i) service 


ii) education a7 2 


- coordination and sharing hetween 
hospital teams 2/21 


- an organized system hy which ambulances 
will return patients to thé facility 
where their records and primary health 
team is located By/22 al 
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TABLE 7, continued 


Perceived Needs and Gaps in Service Dig @joCnere sen Giz 
Respondents 


Education 
1) Public Bducation 
- education around grief and death mneluding= 
i) the right to he assertive ahout needs 
il) the right to seek another, opinion 
or to refuse treatment and not 
be abandoned 


iii) availahility of symptom control 


iv) option of where to die and associated 


advantages and disadvantages S24 
- education around resources - insurances 
- community agencies oven 


=- education ins senoo ls for teachers 
around grief and death 3 | 
2) Professional Education 
- education needed for all catagories of 
professionals as well as for volunteers 


WOLKking in palliative care shyal(or biel al je\ey 


i) working through their own feelings 
and attitudes ahout grief and daéetn 


ii) interviewing skills 


iii) pain management 


iv) symptom control 16/24 

Vv) nutri tionalsaspeces SF 25 
vi) stress and staff support 4/21 
vii) availability of community resources ape 


viii) the need for continuity of care 
and flexibility of services 1/2) 
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TABLE 7, continued 


Perceived Needs and Gaps in Service 


sis‘ )) 


op 


Ebe need for “4a Wultidiiccunlsa nary 
team and the designation of a care 
SCOOEdIinatonre for each patient; 

may he patient, family or any 

team member depending on 
individual circumstances and 

needs 


the need for bereavement follow-up 


education in palliative care now needs 
to increase depth and scope of content 
areas bheyond an awareness level into 
developing specific skills 


regional palliative care rounds 


No MOiswaeac c 


= bereavement follow-up including: 


a“ 


Ee 


Li) 


LEY 


Inve) 


a formalized. system for, follow=up 
Srridentitied "high risk vinddvidwats 
and families 


Rig Sorena eiktoyey Che 
Respondents 


5/21 


Dy eal 


Daa 


(hon 


criteria for assessment of high risk 
individuals and an assessment tool for 


follow-up 


funding heyond existing monies 


education of professionals and laiety 


regarding need and resources for 
bereavement follow-up 


gapatliapive Garey unit of a. limited 
number of heds to accomodate persons 
whose community services have run out; 
whol cannot £or physical on psyoho- 
social reasons he managed at home 


increased support services for 


VI/21 


Safa 


caregivers 


ina tanLivs ,<Concerns) of protessionadse fox 
EhLS group: resolve around such. iesues as: 


* 
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TABLE 7, continued 


Perceived Needs and Gaps in Service IME NONOHE EAlveyia) Ge 
Respondents 


i? oss) o£ a nicome 
ii), change of roles 


iii) guilt surrounding patient 
care, possible rehospital- 
ization and/or home care if 
hospitalized a) ff 21 


iv) need for respite care Bor 


v) increased morhidity and risk 
of mortality among caregivers S)ff | 


vi) depletion of family resources 
tO maintain patient at home 5) ff BY 


= MOre organized support for health 
care team = counselling services, 
organized peer support ay 2h 


= gob and financial counselling for 
widows 4/2) 


- improved ambulance service for patients 
going hy ambulance for assessment or 
palliative treatment. There are often 
long waiting periods for these patients AY 2Y 


- improved services at the time of death 
in the home: 
i) education re usé of 911° Galis 
ii) importance of an M.D. being Swadiitanie 
to pronounce death for a patient dying 
at home 
iii) improved hody removal services by 24 


- regional research programmes into 
palliative care LAP 


- funeral services for people with minimal 
denominational affiliation if 2s 


Includes responses from hospitals, home bealth care 
agencies, private duty agencies, conmuniLty “Support 
services, Funeral Directors Association & Ginhianie Sateen 
Churches Association 

Input from Hamilton and District Funeral Association was 
considered as one response as was input from Hamid ton 
and District Christish’ Churches MIS'SIOe alton 
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TABLE 8 


Summary of Data from Survey of Mani Lve Pract. tlonews 
Re: Unmet Needs and Gaps in Palliative Care Services 


Perceived Needs and Gaps in Service J2)36 Gj OOne teal eye Oe 


as 


Respondents 
Pimanca al: 4:0 (o£ 955 “respondents sanisiwered this 
qGmwes tion; 1S Wniddicaihed S42 Gis Pact at 7 


services; 27 indicated unmet needs or gaps 


= £inancial support showld hel ay fiscal 
j9)ig Tie ah Wey SY/iso 


- financial assistance for round the clock 
nursing in the home, if necessary 147/59 


= fananeial support.) for? past ory fuldetime 
housekeeping services PDS: 


= lack of funda nge fort pabliatives cares staff 
forrallienespitais Beit 


- funding methods other than fee-for-service 
for > M.Dwes involved din palliative care 59 


- financial assistance for equipment and 
supplies 6/59 


- insurance funding for personnel other 
ele WO. IR GING Pe fay s} 


= belp for patients who are not landed 


immigrants l/a2 
= funding for hospices 59 
=] SMWyVyorogis iwiFoim) Cl)elicslieeia IS Wiswfelio\skerclicst eyes 3 yf SYS) 


=- questions the cost-effectiveness of 
palliative care | fa 


Communication: 52 Of 59 responded to this Guesieren; ec 
indicated services were SQtistactory;.»30<indica ted 
Uninie Tene ciais Vania sgalpis. 


= a Clean or record to be kept with the 
patients for al health care providers 
to Make €ntries On the progress notes 2A Ife oy 8; 
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TABLE 8, continued 


Perceived Needs and Gaps in Service Proportion of 
Respondents 


= lack Of -commiinLeact: on wistil ehe- fanmicuy 
physician re changes in the Diake aren) teas 
management i] 4) /'syS) 


— Method aorecoorndinatlon of Commuuna cat lon 
between agencies 3/9 


- involvement of family physician in team 
conferences ZY DS 


= Oule josieSoin Sijowlilel EOOmcliimeieS Cees eel i iLil 
others communicate directly with that UPKEE 


person 


= COMI CIN Cel iesloyn Wiliely EMea Cameae €Climite 


difficult - more knowledge concerning 
patient management needs to he 
communicated to the family practitioner S/S 


- should he under the direction of the family 
physician PIS) 


3. Coordination: 47-685 59 respondents replied to the 
question; 23 indicated satisfactory services; 24 
indicated unmet needs or gaps. 


~ Moreuseottitie V.O.Na, PeHUNe andtonme 
Gare im coondination D Yds) 


= CNS [Ns ClojsieabivieGicl iC) GOOieC MES Casreag iO 
each patient and family 14/59 


- coordinating hody £or all palliative care i fos 


= conferences at home or in hospital 
involving all Groitipe ! anevol ved)” in 
PathLent care, -incdwrding, patiemt and 
family 4/59 


- remuneration for family practitioners 
involved in coordinating activities 
other than fee-for-service Vf as 


= should he under the direction of 
family physician By 59 


Perceived Needs and Gaps in Service 


4. 
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TABLE 8, continued 


ISETO)OVO)Ie 16 ILfejigl (Oye 


Respondents 


HadWweation: 435 of S9sresmondenits ‘replied its 
CG Uwes talons 6 indicated satisfactory services; 
indicated unmet needs or gaps. 


of public, regarding services and resources 
available BA f Ss 


= Of health professionaile, regarding resources 
and services available PS) jf SYS; 


- lack of professional training opportunities 
in palliative care A/59 


- of patients and relatives as to the expected 
goals of palliative care VB) 


- education of nurses from private duty 
agencies around palliative care issues Ip as 


=education ~f patients and families re 
UnpRmoWven seneatment moda listaiess == lear 
megavitamins, Essiac, Laetrile;+ including 
INE) Walsh, COgies Giee - 17 529 


PervVice s: 3:9 «offs 59, nesipomdentist rep lined» ike 


question; iS) 2ndavcaited |) satisipactory mer vices: 


indicated unmet needs and gaps and 1 indicated a 
for reduction in services. 


- an increase in present services as more 
patients elect to die at home sy // Sy, 


- a palliative care team at the Hamilton 
General Hospital 1/59 


—regularevisits hy the family physician 
withbowt Naving to be called See 


= palliatave: care, beds 4/59 


picasier placement ine chronic dhospitals 
when needed 2 if By S) 


- telepbone monitoring service for palliative 
care patients = possibly volunteer Bip ss) 


- increased pharmacy services for patients 
needing analgesics il Sys 


the 
Ba 


te Dees) 
238 
need 
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TABLE 8, continued 


Perceived Needs and Gaps in Service Proportion oF 


Respondents 


consultations for family physicians in 
the home SSS) 


an inerease im starting for bosprital 
teams S/S, 


an increase in services with respect to 
emotional and social needs of the patient 
and family DLS 


6. Other Needs/Gaps: 22 Of 59 responded to this question; 


4 


indicated satisfactory services; 18 indicated unmet 


MSEC Cie C/EIOS)< 


Eransportation to and £rom tertiary 
care facilities, “M.D.s"cftieces etc, Bp ys 


access to hospital heds on short notice SSS 


1) to determine need 
2) randomized clinical trial 
to determine if services 
made any difference Ny 3) 8) 


research: 


more involvement of the clergy in meeting 
the spiritual needs of the patient hoth 
in’ hospital and’in the home l/fa’ 


development of volunteer services 37 SS 
Outreach programmes in the community for 
palliative care patients and their 


families sie ele 


bereavement counselling for next of kin/ 
Surviving relatives 2 BS) 


Support system for health care workers 
dealing with a highly emotional problem Vfag 


hospice facilities as in the United 
Kingdom I fas, 


Summary of All Perceived Needs and Gaps 
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TABLE 9 


in Palliative Care from Key Informants 


Perceived Needs & Gaps 


ite) 


Financial: 


qEecitannc adeesup port 
for patients dying 
at home and their 
families 


- coverage for ser-= 
vices for patients 
who are allowed out 
of hospital on day 
passes but need 
nursing services at 
home 


- need to extend in- 
surance coverage he-= 
yond RN category to 
RNA and Homemaker 


- expansion of some 
services in the home 


= Gi Che ibwecibreves sical ey 


equipment provision, 
homemaking 


- funding for hereave- 


ment follow-up 


=— condi tuenale funding 
for welfare funerals 
to be arranged in 
advance 


=Ieltnancivale Support 
for p.c. should he 
fUscale pravor da ty 


——lack Or funding for 
Doom Greevess Geta cwbal 
hospitals 


- funding methods 
other than fee-for- 
Se mvi Cetehor (Ms D.S 
aise ZoMivxerol aiay jeg ela 


Inventory* 


ss) 


Wy 


14 


F.P. 


Survey 


es! 


12 


Nsg Home 


Gp"aA" 


Total 


2, 


13 


1S) 


20 


Perceived Needs & Gaps 
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TABLE 9, continued 


Inventory* FeP. Survey Nsg Home Gp"A" 
- help for patients 
who are not landed 


immigrants == j oe eae 


= Lundange for 
hospices 1 -- mS i 


- support from char- 
itable organizations 
eg, United Way == 3 es Se 


- determination of 
cost-effectiveness 
of palliative care == 1 ates ae 


- need for economical 
funerals 1 = =-- -- 


Communication: 


- a need for improved 
communication hetween 
institutions, agencies 
& individuals involved 
in patient care les 


=a Need [to identity sco 

patient, family “& all 

caregivers who is pri- 

mary Case manager 

for each patient — all 

others communicate with 

case manager > 7 -- 1 


- communication aids iia D -- 1 


- should he under the 
direction of the family 
Pract twonems -- 2. == =i 


- communication with 

the Cancer (linie Ws 

difficult - more know- 

ledge re patient man- 

agement needs to he 

communicated to family 

practitioner 4 8 =-- =- 


Total 


34 


ibs} 


14 


ie 


Perceived Needs & Gaps 


39) 


Coordination 


SerQunlee Cm OReCOn © dant y, 
of care for the patient 
& family with coordin- 
ation hetween all 
services and agencies 


- an acceptahle 
definate vone Lore pec. 
the region 


for 


=—westahlashment of 
acceptahle standards of 
pecs LOY  negion 


= regional, p.c. 
coordinator 


avai wahintakty Of a 
24 br./day telephone 
resource for patients 
& families 


S EWE LIEV eal bss Gls 
consultation house=- 
calls with family 
physician 


= Gi Chlicaxcieteyaiy Cpe 
services available 
LOL ep.Cempatilen ts 


-coordination of 
volunteers regionally 


- coordination and 
sharing between hosp- 
ital teams 


- organized system hy 
which ambulances return 
patents com thes facd lint y. 
where their records and 
primary bealth team is 
located 


- appropriate referrals 
to various health team 


Inventory* 
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TABLE 9, continued 


F.P. Survey Nsg 


18 


Home 


Gp"a" 


Tonead: 


Si 


Perceived Needs & Gaps 


members at optimal 
time for service 


= Blisih Watrzeyeskeyel Cre 
chiropractors in 

pecs In institutions, 
& community 


= identification in 

pec. of a point of entry 
Or method of extending 
services for various 
disciplines 


-~formalized committee 
for provision of in-= 
formation & coordin- 
ation of available 
services 


- conferences at home 

or in hospital involving 
all groups involved in 
care 


-more use of Home Care, 
WO) GINA Pie elie Nic in coo0r= 
dination of care 


- should he under the 
direction of family 
Pisalcieaealiom ers 


Education: 


- puhlic education re 
dying, death, grief & 
resources availahle for 
pec. patients and their 
families 


- education in schools 
for teachers & students 
around grief and death 


- of health professionals 


in all catagories re 
philosophy & concepts of 
PpeCe; dying, death and 


grief processes & services 


Inventory* 


WS 


TABLE 9, continued 


Survey 


25 


Nsg 


Home, | Gp “As betowal 


2 1 5 
-- -- 4 
-- -- 2 
-- -- 3 
4 j bye 
-- -- 3 
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TABLE 9, continued 


Perceived Needs & Gaps Inventory* F.P. Survey Nsg Home 


& resources avail-= 
able to them 18 30 4 


- regional palliative 
care rounds 1 -- -- 


- lack of professional 
training opportunities 
aligh Vela tere == 4 == 


Services: 


- a formalized hereave- 

ment follow-up system of 

identified high risk 

individuals or families 

( service & education ) 7. 2 1 


= palliative care unit 

of a limited # of heds 

to accommodate persons 

whose community services 

have run out; who cannot 

for physical or psycho- 

social reasons he managed 

at home 6 4 SS 


- palliative care team 
at Hamilton General 
Hospital -- 1 -- 


- Increased support for 

caregivers in family - 

Financia, eppy sical, 

emotional 8 20 -- 


- more organized support 

for health care team - 

counselling, peer support 

meetings 4 1 -- 


- job & financial 
counselling for widows 4 -- -- 


- improved ambulance 

service for patients 

going hy ambulance for 

assessment or palliative 

treatment 4 aS a= 


Gp"aA" 


Total 


60 


31 


10 


28 
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TABLE 9, continued 


Perceived Needs & Gaps Inventory* F.P. Survey Nsg Home Gp"a" Novae: 


- increased pharmacy 
services for patients 
requiring analgesics -= 1 =- <i 1 


-transportation ser- 

vices to and from 

tertiary care facil- 

Teles aM Den Seton faces =< 1 =< -= 1 


= access to hospital 
beds on short notice 3 5 == -- 8 


= hospice facilities 
as in the United 
Kingdom =-- 1 ie SS 1 


> isSeibeve ALC iesy Jai 
family physician 
without heing called o= 1 =< -- 1 


- regional research 
into palliative care 7 4 == -= Wi. 


* Includes input from hospitals, home health care agencies, private duty 
agencies, community support services, Funeral Director's Association, 
and Christian Churches Association, 


** Input from Health Professions Coordination Group "A" was considered as 
on response, 
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Chapter IV 


CONCLUSIONS AND RECOMMENDATIONS 


In order to develop the following recommendations, the Palliative Care 
Task Force examined the literature review concerning planning aspects of palliative 
care, the results of the inventory of key informants, the briefs submitted 
by community support groups, the perceived needs and gaps identified in our 
present palliative care services and the population data. This was done in 
light of the goals and objectives of the Task Force and the recommendations 


are aimed at providing solutions to the identified problems. 


The following recommendations are organized in a format similar to the 
literature review. The Task Force also considered the relative importance 
of recommendations and priorized them. The priority rank appears beside each 
recommendation, and the recommendations are listed in priority order in the 


Executive Summary. 
dis Definition of Palliative Care 


In attempting to establish an acceptable definition of palliative 
care for the region, the Task Force considered both the components defined 
in the literature and the inventory of the agencies/institutions surveyed. 
It was felt that a definition which could be universally accepted throughout 
the region would provide a common basis for the development of eligibility 
criteria, standards of care and education. In addition, the collection 
of data, for evaluation of services and research, would be more comparable 


if it were based on the same definition. 
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Recommendation 1 (Priority #3): 


THE TASK FORCE RECOMMENDS THAT THE FOLLOWING DEFINITION BE 
ACCEPTED FOR HAMILTON-WENTWORTH AND THAT THE DEFINITION BE 
DISSEMINATED TO ALL PROGRAMMES/INSTITUTIONS/AGENCIES PROVIDING 
SERVICE, EDUCATION OR RESEARCH IN THE AREA OF PALLIATIVE CARE. 


Palliative Care: 


Palliative care is the active, compassionate care of the 
sick at a time when the goals of cure and prolongation of life 
are no longer paramount. The emphasis is on control of symptoms, 
and physical, emotional and spiritual care. It is multi-disciplinary 
in its approach, encompassing the patient, the family and the 
community in its scope and extends to include the bereavement 


process. 
Standards of Practice 
soe eer ae ee | eee 


The Task Force, in recommending the adoption of the standards of 
the International Work Group on Death, Dying and Bereavement (20) for 
our region, considered the scope of the standards and the flexibility 
inherent in’them. The document includes patient-oriented, family-oriented 
and staff-oriented standards. Minimal attention is given to standards 
defining administrative roles and methods of provision of service. However, 
these could easily be developed more fully with input from other authors, 


eg., Salladay (25) and the guidelines set down by Health and Welfare Canada (12). 


The second advantage to this document is that it presents assumptions 
and principles, not rigid standards. This will allow each institution/agency 
to develop specific standards and objectives within these broader principles, 


according to its own philosophy and resources. 
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The need for monitoring improved methods of delivering health care 
is well documented in the literature; as is the need for objectives and 
standards to be in place as criteria against which the quality of care 
can be measured. Salladay (25) states, "The process of hospice planning 
includes the following steps:....5. Establishing a review or evaluation 
process for ongoing performance vis-a-vis objectives and standards of 
the hospice. Each step of the process is critical". This is supported 
by Rossman (24) who says, "For good terminal care the delivery system 
must have a set of standards upon which to structure and evaluate its 
caring function. There is evidence that lack of agreed-upon standards 
contributes to the unacceptable level of care which is frequently observed." 
These standards must be incorporated into the practice of all institutions, 
agencies and individual clinicians including family practitioners who 
are involved in providing palliative care services. The monitoring of 
the level of care available must include all these service providers. 
The Task Force recognizes the difficulties involved in doing this in the 
community but emphasizes the importance of this monitoring especially 
in the community where standards of practice are more apt to be variable 


than in an institution. 


In view of these facts and the fact that none of the programmes in 
Hamilton-Wentworth have a formalized set of standards in place, the Task 


Force recommends: 
Recommendation 2 (Priority #4): 


THE TASK FORCE RECOMMENDS THAT THE STANDARDS OF THE INTERNATIONAL 
WORK GROUP ON DEATH, DYING AND BEREAVEMENT BE ADOPTED FOR HAMILTON- 
WENTWORTH TO BE UTILIZED AS A BASIS FOR SPECIFIC STANDARDS AND 
OBJECTIVES TO BE DRAWN UP IN EACH SETTING INVOLVED WITH 

PALLIATIVE CARE SERVICES, EDUCATION OR RESEARCH. 


These standards are attached in Appendix VIII. 


-7/]- 
Recommendation 3 (Priority #12): 


THE TASK FORCE RECOMMENDS THAT A STRUCTURE FOR MONITORING THE 
IMPLEMENTATION OF STANDARDS FOR ALL PALLIATIVE CARE SERVICES 
PROVIDERS WITHIN INSTITUTIONS AND AGENCIES AND ESPECIALLY 
WITHIN THE COMMUNITY BE ESTABLISHED. 


This could be done in the format of a research project in conjunction 
with the Department of Clinical Epidemiology and Biostatistics at McMaster 
University. The study would look at the effectiveness of the delivery 
of terminal care in the region based on established indices of good 


palliative care and utilizing audit tools as endorsed in Recommendation 14. 
Models of Care 


The various models of delivering palliative care have been set down 
in Chapter 2 of this document. As Scott (27) indicates, hospice care 
in the U.S.A. grew from home care teams in the direction of autonomous 
free-standing hospices, while the Canadian scene developed very differently. 
The Canadian pioneers were committed to the university teaching hospital 
and it has been in this setting that most developments have occurred. 
Canadians attempted to adopt the hospice model of the U.K. so that it 
fits within the structure of an active treatment hospital. Throughout 
Canada, the palliative care unit (PCU) is now being accepted as a special 
Care unit within the acute care hospital with the same geographical and 
staffing autonomy required by an intensive care unit (ICU) or coronary 


Caré ‘unit, (CCU). 


Scott also mentions that these special units and teams, "...are needed 
in each region, associated with the university teaching hospitals to serve 
as training, demonstration, consultation and research centres." In addition 
to these hospital-based teams and units, the importance of a palliative 
care team for the terminally ill at home is stressed in the literature (ize 
13, 16). These three components - the consultation team, the integrated 


unit, and, the home care team - seem most feasible in this region. 
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The need for a core team of multi-disciplinary services has been 
well idescraibed sin) theliterature.. | Lack i15)) states, “Tmasiwital to the 
psychological and physical well-being of the patient with a terminal illness 
that the physician is a key figure in the care received." and, "It is 
often the: loss'of their doctor's interest that patients: fear most.“ Therefore, 
it is essential that the physician take a strong role in the palliative 
care core team and have a time commitment appropriate to fill that role. 
Lack also indicates that, "Medical direction of the (hospice) program 


was also vital in gaining acceptance by the medical community.". 


Mount (22) defines the palliative care core team as consisting of 
physician, nurse, social worker, clergy, patient care coordinator and 
volunteer director in addition to the patient and the family and the attending 


physician. 


Freedman (7) also supports the concept of a multi-disciplinary team. 
He identifies the importance of certain members of the team who promote 
successful functioning of the programme. These include the clinical nurse 


speclalist, social worker, oncology nurse coordinator, physician and volunteers. 


As recommended by several key informants, the primary case manager 
for each patient should be identified to the patient, family and all caregivers, 


so that all communication would be through this primary case manager. 


A hospital-based team can provide services throughout its institution 
to all patients requiring palliative care and collaborate with home health 
care services to provide continuity of care and education in the community. 
A community-based team can provide services in the home, education in 
the community and establish a liaison with hospital teams to provide 


continuity of care. 


The need for continuity of care is also delineated. Lack (15) indicates 
that, '"Interdisciplinary care must not be synonomous with fragmented care 
in which the patient does not know who is in charge or who is dealing 


with which problem.". 
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The palliative care unit would be a designated geographic ward designed, 
equipped and staffed to care for the small group of dying patients with 
high symptom control needs whose care could not be managed in the community 
and to meet the needs of their families. The therapeutic environment 
would include policies which would facilitate visiting, and overnight 
stays by family members as well as direct telephone access to the medical 
team. In addition, it would include physical space for such things as 
lounges and a kitchenette for patients and their families, a "quiet room", 
offices for staff and conference rooms. Also included would be provision 


for adequate nursing care time to meet the needs of the patient and family. 


A consultation team is already in place at St. Joseph's Hospital, 
Chedoke-McMaster Hospitals and Henderson General Hospital as described 
in the inventory data. The addition of a team at the Hamilton General 
Hospital and the upgrading of the other teams plus the establishment of 
hospital units would be a major step in meeting palliative care service 


and education needs in our region. 


The necessity of ready access to hospital beds as needed for palliative 

care patients is also well documented. Health and Welfare Canada (12) 
states, "Experience suggests that the assurance of 'a bed when necessary' 

is reassuring to both patient and family, allays fears and enables the 
patient to be at home longer.". This view is supported by a number of 
authors such as Lack (15), Rossman (24) and Saunders (26). There is a 

need for such policies in this region as is documented in the inventory. 

At present, palliative care admissions have no priority and often entail 


long waits either at home or in emergency rooms. 


The philosophy of palliative care incorporates the idea that the 
patient and family will have the choice of where the patient will die - 
in hospital or at home. Emphasis is on having the patient spend as much 
time as is appropriate in his own home. To be able to accomplish this, 
there must be provision of home care services by a group of health professionals 
with interest and expertise in palliative care. There must also be integration 
of the hospital palliative care services with the community home care 


services and other community resources to prevent gaps and/or duplication 


in services. 
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Some services suggested by the key informants, if implemented would 
more easily enable patients to stay in their homes longer. These services 


include the following: 


1. financial support for patients dying at home 

24 coverage for services for patients who are allowed out of hospital 
on day passes but need nursing services at home 

3s improved communication between institutions, agencies and 


individuals involved in patient care 


4. a 24-hour per day telephone resource for patients and 
families 

5% consultation housecalls with family physicians 

6. a directory of services available to palliative care 
patients 

qs regional coordination of volunteers 

8. more use of Home Care, Victorian Order of Nurses and 


Public Health Nursing in coordination of care 

9. increased financial, physical and emotional support 
for caregivers in the family of the palliative care 
patient 

10. transportation services to and from tertiary care 


facilities and physicians' offices. 


Hamilton-Wentworth has, at present, a strong foundation for home 
palliative care with the Victorian Order of Nurses Palliative Care Team 
and the interest and expertise within the Home Care Programme, St. Elizabeth's 
and Public Health Nursing. These programmes should be supported and expanded 
to provide additional means of meeting gaps in palliative care services 


in the region. 
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Recommendation 4 (Priority #6): 


THE TASK FORCE RECOMMENDS THAT ST. JOSEPH'S HOSPITAL AND 
HENDERSON GENERAL HOSPITAL ESTABLISH OR MAINTAIN FULLY 
DEVELOPED PALLIATIVE CARE CONSULTATION TEAMS IN THEIR 
INSTITUTIONS. IT ALSO RECOMMENDS THAT HAMILTON GENERAL 
HOSPITAL AND McMASTER UNIVERSITY MEDICAL CENTRE ESTABLISH 
OR MAINTAIN PALLIATIVE CARE CONSULTATION TEAMS TO INCLUDE 
AN APPROPRIATE AMOUNT OF PHYSICIAN, NURSING, SOCIAL WORK 
AND CHAPLAINCY SERVICES TO MEET THE NEEDS OF PALLIATIVE 
CARE PATIENTS IN THEIR INSTITUTIONS. THESE TEAMS SHOULD 
BE REVIEWED ON AN ONGOING BASIS TO ENSURE THAT THEIR STAFFING 
COMPLEMENT IS ADEQUATE TO MEET THE NEEDS OF THESE PATIENTS. 


IN ADDITION, THE TASK FORCE ALSO RECOMMENDS THAT CHEDOKE HOSPITAL 
DIVISION AND ST. PETER'S CENTRE CONTINUE TO MONITOR THE NEED 


FOR PALLIATIVE CARE SERVICES IN THEIR INSTITUTIONS. 


The Task Force agrees that a fully developed palliative care team 
includes at least a physician with a 50% time commitment, full time nurse, 
a full time social worker and sufficient chaplaincy services to meet the 
needs of patients and families. A clearly defined case manager for each 
patient is needed. An active home care liaison is essential to provide 


continuity of care. 
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Recommendation 5 (Priority #11): 


THE TASK FORCE RECOMMENDS THE DESIGNATION OF A PALLIATIVE 

UNIT ENVIRONMENT WITH SUPPORTIVE STAFF IN ST. JOSEPH'S HOSPITAL, 
HAMILTON CIVIC HOSPITALS, INCLUDING THE HAMILTON GENERAL AND 
THE HENDERSON GENERAL, AND CHEDOKE-McMASTER HOSPITALS TO CARE 
FOR THE SMALL PERCENTAGE OF PALLIATIVE CARE PATIENTS NEEDING 
SPECIALIZED ASSESSMENT AND TREATMENT AND TO SERVE AS A FOCUS 
FOR EDUCATION AND RESEARCH. THIS DEVELOPMENT SHOULD OCCUR IN 
TWO STAGES, WITH UNITS BEING ESTABLISHED AT ST. JOSEPH'S 
HOSPITAL AND HENDERSON GENERAL HOSPITAL IN THE FIRST PHASE AND 
AT CHEDOKE-McMASTER HOSPITALS AND HAMILTON GENERAL IN THE 

SECOND PHASE. A COMPLETE EVALUATION OF THE EFFECTIVENESS OF 
THE FIRST PHASE UNITS SHOULD BE PERFORMED BEFORE THE DEVELOPMENT 
OF UNITS IN THE OTHER HOSPITALS. 


Recommendation 6 (Priority #8): 


THE TASK FORCE RECOMMENDS THAT THE BOARD OF DIRECTORS OF EACH 
HOSPITAL BE ASKED FOR A COMMITMENT TO PROVIDE ADMITTING 
POLICIES THAT FACILITATE THE ADMISSION OF PALLIATIVE CARE 
PATIENTS IN AN APPROPRIATELY EXPEDITIOUS MANNER. 


Recommendation 7 (Priority #7): 


THE TASK FORCE RECOMMENDS THAT PALLIATIVE CARE SERVICES IN 
THE REGION INCLUDE THE STRENGTHENING OF THE HOME CARE 
PALLIATIVE CARE PROGRAMME WITH A MORE EFFECTIVE LIAISON WITH 
HOSPITAL CONSULTATION TEAMS. 


This would include financial coverage through the Provincial Home 
Care Programme for: patients on day passes from hospital, attendant/sitter 


and registered nurse 24-hour coverage when necessary, equipment such as 
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suction machines, air mattresses, Hoyer lifts regardless of the length 
of time on the programme and when necessary to provide palliative care 
in the home as well as involvement in the implementation of the Operational 


Plan of the Regional Programme (Appendix X). 
Services Needed 


Palliative care services fall into the three traditional divisions 
of all health care services: (1) patient and family services, (2) education, 
and (3) research. Patient services fall into three main catagories as 
well: (1) symptom control, (2) psychosocial and spiritual counselling, 
and (3) support services such as physiotherapy, nutrition and home support. 
Education includes education of the patient, family and the general public 
as well as all disciplines and levels of health professionals and volunteers. 
Research involves evaluation of present services and formalized research 
protocals around such issues as symptom control and cost-effectiveness 


of services. 


In Hamilton-Wentworth, perceived needs and gaps have been identified 
in all three areas. Major issues include: (1) lack of financial support 
for patients at home, (2) a lack of a comprehensive bereavement follow- 
up programme, (3) the need for methods and tools to improve communication 
between all personnel providing palliative care services, (4) coordination 
of services offered to all palliative care patients in the region, 

(5) public and professional education around palliative care principles 
and practice, (6) the need for funding for palliative care staff in all 


institutions/agencies, and (7) the need for research. 


Duplication of services has also occurred, mainly in the areas of 


patient assessment and bereavement follow-up. 


As demonstrated in the inventory, each palliative care service in 
the region has developed separately. There has been no regional coordination 
to ensure that all the various component parts are in place to provide 


comprehensive palliative care services to all patients in the region requiring 


palliative care. 
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Hatch (11) indicates that, "Hospice programs can develop multi-institutional 
arrangements to ensure high-quality care and to plan for orderly distribution 
and location of programs." He also stresses the advantages of a regional 
network. These include: (1) back-up support for key personnel, (2) additional 
management sophistication, particularly in developing evaluation programmes, 
(3) sharing of educational resources, (4) improved planning capability 
which will increase availability and accessibility of a programme to all 
clients in need of its services, and above all, (5) improved care for 
terminally-ill patients and their families by collaborating in research 


and sharing resources, professional developments and skills. 


The Hamilton-Wentworth District Health Council has as one of its 
ongoing priorities the rationalization of hospital-based clinical services 
into district programmes. The "Programmatic Approach" as it is called 
refers to the area-wide planning and organization of health care facilities 
and services into an effective, efficient and economical system to provide 
comprehensive programmes of health care, covering the entire spectrum 


of care and available to all on an area-wide basis (See Appendix XI). 


This reorganization of health services from an institutional basis to 
a programmatic basis assures the best use of limited resources in providing 
comprehensive health care. The Honorable Larry Grossman, Past Minister of 
Health, recently noted that, “for examples of regionally integrated services, 
we might look at Hamilton. In that city, treatment resources have been 
concentrated in designated institutions as part of a regional plan, to 


ensure that centres of expertise develop in specific fields." (8). 


So, based on the observations of key informants, the indicated need 
for a regional network and the policy of the Hamilton-Wentworth District 
Health Council toward rationalization, the Task Force makes the following 


recommendation: 
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Recommendation 8 (Priority #1): 


THE TASK FORCE RECOMMENDS THE DEVELOPMENT OF A REGIONAL 
PALLIATIVE CARE PROGRAMME SIMILAR TO THE OTHER REGIONAL, 
INTERDISCIPLINARY PROGRAMMES IN HAMILTON-WENTWORTH TO 
ADDRESS ITSELF TO THE ISSUES OF PALLIATIVE CARE SERVICE, 
EDUCATION AND RESEARCH. 


IN ADDITION, THE TASK FORCE RECOMMENDS THAT THE REGIONAL 
PALLIATIVE CARE PROGRAMME COLLABORATE WITH OTHER REGIONAL 
PROGRAMMES, EG., EMERGENCY SERVICES AND ONCOLOGY TO 
PROVIDE MORE COMPREHENSIVE SERVICES. 


The suggested structure for the Regional Palliative Care Programme 


is shown in the Figure opposite (page 86). 


Recommendation 9 (Priority #2): 


THE TASK FORCE RECOMMENDS THAT A CHAIRPERSON BE DESIGNATED 

TO COORDINATE PALLIATIVE CARE SERVICES, EDUCATION AND RESEARCH. 
IN VIEW OF THE TIME COMMITMENT INVOLVED IN THE FORMATIVE YEARS 
OF THE PROGRAMME, THE TASK FORCE FURTHER RECOMMENDS THE FUNDING 
OF A HALF-TIME POSITION - A REGIONAL COORDINATOR - FOR A 
MINIMUM OF THREE YEARS. 


Various sources could be approached for funding: (1) special Ministry 
of Health funding for pilot projects, (2) shared allocation of funds from 
the hospitals, (3) grants from hospital foundations, or, (4) the position 


could be included in the global budget of a unit. 


These two recommendations are considered the first priority by the 
Task Force. A comprehensive operational plan for the programme is suggested 


in Appendix X. 
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REGIONAL PALLIATIVE CARE PROGRAMME 
ORGANIZATIONAL STRUCTURE 


HAMILTON-WENTWORTH 


DISTRICT HEALTH COUNCIL 


[PALLIATIVE CARE PROGRAMME: 


-Chairperson/Regional Coordinator 
-Chairperson of standing committees 

| -Inpatient Facility representatives 
-Community Health Care representatives 
-Regional Oncology Programme Supportive 
Care Committee representative 


|} PATIENT & FAMILY 


SERVICES COMMITTEE: EDUCATION COMMITTEE: RESEARCH COMMITTEE: 


-inhospital ='rounds’ 
-home -medical - under & post 
-transportation graduate 


-define questions 
-define studies & 
carry them out with 


-communication -nursing - under & post 
-coordination of services graduate 
-bereavement -continuing 
-other disciplines 
-volunteers 


help of involved 
institutions 
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Types of Personnel 


Mount (22) suggests that a palliative care team should be able to 
respond to the patient's needs on an "as needed" basis and that special 
services, medical, allied health personnel, legal, financial and religious 


should be available on a consultant basis. 


Key informants suggested increased, organized support for the consultation 
team through counselling, peer Support meetings, and the holding of conferences 
at home or in the hospital which involve all of the groups involved in 
palliative care. They also implied the need to identify, in palliative 


care, a point of entry or method of extending services for various disciplines. 


The Task Force feels that these Supportive resources should be made 
available to the consultation teams referred to in recommendation #4, 


and so recommends the following: 
Recommendation 10 (Priority #9): 
cot nites sept etl pineal ied) Lec 


THE TASK FORCE RECOMMENDS THE DEVELOPMENT OF A SUPPORT /RESOURCE 
GROUP BY THE PALLIATIVE CARE CONSULTATION TEAMS DESCRIBED IN 
RECOMMENDATION 4. THIS GROUP SHOULD CONSIST OF OTHER HEALTH 
CARE DISCIPLINES - PHARMACY, PHYSIOTHERAPY, NUTRITION AND 
OTHERS WITH AN INTEREST AND EXPERTISE IN PALLIATIVE CARE TO 
PROVIDE SERVICES AS NEEDED. 


Eligibility Criteria 


Eligibility criteria for palliative taré relate toa number of issues. 
Included are type of disease, stage of disease, symptomatology exhibited, 
area of residence and acceptance of the concept of care offered. In addition, 
criteria for admission must be based on the accepted definition and standards 
for each programme as well as on its philosophy of palliative care and 
its existing resources. Eligibility criteria in the existing programmes 
in Hamilton-Wentworth are quite consistent and readily adaptable to a 
regional definition and standards of palliative care as demonstrated in 


the tables in the inventory. 
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Recommendation 11 (Priority #5): 


THE TASK FORCE RECOMMENDS THAT THE REGIONAL PALLIATIVE CARE 
PROGRAMME , THROUGH DISCUSSIONS WITH SERVICE PROVIDERS, 
ESTABLISH ELIGIBILITY CRITERIA FOR PALLIATIVE CARE PROGRAMMES 
THROUGHOUT THE REGION. THESE CRITERIA SHOULD REFLECT THE 
ACCEPTED DEFINITION AND STANDARDS OF THE REGIONAL PROGRAMME 
BUT ALLOW FOR SOME DIVERSITY TO REFLECT SPECIAL INTERESTS 

AS WELL AS EXISTING RESOURCES. 


Economic Issues 


Economic concerns in the area of palliative care are described in 
the Financial section of Table 9. In addition, the Task Force recognizes 
that many of the elements noted under Services Needed and Education in 
Table 9 as well as some of those under Coordination would require funding 
to implement. Unfortunately, there is a dearth of information in the 
literature that would tell us which are the most effective measures to 
implement. Patricia Parks (23) makes several points relating to economic 
issues. These include: (1) that dying patients are among the sickest 
and most costly patient in today's health care system, (2) that in an 
era of economic restraint and limited resources, all health care services 
are being carefully assessed in terms of efficacy and cost-effectiveness, 
(3) that because a health care concept is inherently good it cannot 
automatically be integrated into the existing system, and finally, 

(4) that the burden of proof of the value of palliative care in the health 
Cate@asystemrests Withaits proponents.!/» She also: states, “It 1s: time to 
study hospice care through controlled, scientific means to prove that 
hospice care is an effectual, replicable and cost-effective form of care 


for dying patients and their families." 
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Robert Buckingham and Susan Foley (4) support this view saying, ''The 
lack of substantiating evidence in support of presently operative theories, 
the obvious need for better care and the pending support of many service 
facilities all call for documentation to replace the overabundance of 
conjecture and opinion in the field of death and dying with a solid foundation 
on which to base action programmes.'’ He adds, "In order to justify 
continuation as well as the proposed extension of the hospice concept, 


proof of programme legitimacy and effectiveness is required." 


In Hamilton-Wentworth, as in most areas involved in palliative care 
services at present, very little statistical information has been collected. 
It is even difficult to determine for most services the per diem cost 
per patient to the institution or agency, let alone to consider the cost- 
effectiveness of the dollar spent. Consequently, the Task Force makes 
the following recommendation in order to assist the suggested palliative 


care programme in dealing with the concerns raised around this issue: 
Recommendation 12 (Priority #14): 


THE TASK FORCE RECOMMENDS THE INITIATION OF A COMPREHENSIVE 
COST-EFFECTIVENESS STUDY OF PALLIATIVE CARE SERVICES IN THE 
REGION. IT FURTHER RECOMMENDS THAT THE STUDY BE DONE UNDER 
THE AUSPICES OF THE REGIONAL PALLIATIVE CARE PROGRAMME WITH 
THE ASSISTANCE OF THE DEPARTMENT OF CLINICAL EPIDEMIOLOGY 
AND BIOSTATISTICS AT McMASTER UNIVERSITY. 


Since both hospital consultation and Home Care programmes are already 
in existance in Hamilton-Wentworth, a study of this nature is feasible 


in this region. 
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Education 


Education in palliative care is one of the most frequently perceived 
needs identified in the responses from key informants in the survey. Two 
target groups for education were identified: (1) the general public, 
including patients and families, and (2) all health professionals, including 
those working in hospitals, community agencies, nursing homes, etc., and 
including palliative care volunteers. Public Education concerning issues 
around grief, death, the philosophy of palliative care, and the resources 
available for patients and their families should be the responsibility 
of all health professionals involved in palliative care. The onus for 
educating other health professionals concerning these issues also lies 
with this group. In addition, undergraduate, postgraduate and continuing 
education programmes for health professionals need to address issues which 
further the understanding of palliative care concepts and develop sound 


palliative care methodology. 


A variety of methods can be used to disseminate palliative care education - 


lectures, workshops, service rounds, and student placements. 


Coordination between all palliative care services is essential to 
provide palliative care education in the most effective and efficient 
manner, to reach the highest number of people, to avoid duplication and 


to prevent untoward strain on the providers. 


The need for palliative care education has been well documented in the 
literature and is included in the standards set down by the International 


Work Group on Death, Dying and Bereavement (22). 
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Recommendation 13 (Priority #10): 


THE TASK FORCE RECOMMENDS THAT PALLIATIVE CARE EDUCATION BE 
COORDINATED BY THE REGIONAL PALLIATIVE CARE PROGRAMME TO 
INCLUDE UNDERGRADUATE, POSTGRADUATE AND CONTINUING EDUCATION 
FOR HEALTH PROFESSIONALS AND CLERGY IN ALL SETTINGS, AS 

WELL AS EDUCATION FOR VOLUNTEERS AND THE PUBLIC. 


Research and Evaluation 


Two areas for consideration concerning research in palliative care 
were identified in the inventory of services. The first is the evaluation 
of present services. Most programmes offering palliative care services 
in the Hamilton-Wentworth region are in the very preliminary stages of 
data collection if they are involved in it at all. The methods and tools 
available are unique to each service, making comparison of services difficult. 
There is a need for the development of standardized tools which will translate 
goals into measurable outcomes which can be used to assess both institutional 
and community-based programmes. These will provide a basis for evaluation 
which can identify the strengths and weaknesses of existing services and 


allow programme planners to plan more effectively. 


The development of standardized evaluation tools for the region will, 
in addition to providing more comparable data, conserve time and money 


for the individual programmes involved. 


In addition to recommending a cost-effectiveness study (Recommendation 12), 


the Task Force also recommends the following: 
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Recommendation 14 (Priority #13): 


THE TASK FORCE RECOMMENDS THE DEVELOPMENT OF A STANDARDIZED 
DATA COLLECTION SYSTEM TO FACILITATE THE AUDIT OF EXISTING 
PALLIATIVE CARE SERVICES, WHETHER INSTITUTIONAL OR COMMUNITY- 
BASED. 


Se Ter seh Rote Daven eitennae 


+ 
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In summary, this chapter sets out the recommendations of the Palliative 
Care Task Force of the Hamilton-Wentworth District Health Council. It 
also attempts to demonstrate the rationale behind the recommendations 
and the conclusions formulated on the basis of the literature review and 
the survey of existing services and perceived needs and gaps in palliative 


care services in the region. 


Central to the recommendations is the establishment of a Regional 
Palliative Care Programme whose structure, reporting mechanism and functioning 
would be similar to other regional programmes reporting to the District 


Health Council. 


As viewed by the Task Force, the Regional Programme will be the logical 
body to oversee the implementation of the remainder of the recommendations, 
thus providing direction and coordination, with a direct communication 


link to the Health Council. 


At the same time, the Home Care Programme should be strengthened 
and the expansion/development of teams and units in each institution, 
as recommended, should be initiated. The development of a comprehensive 
bereavement follow-up programme should be undertaken by an ad hoc subcommittee 
of the Patient and Family Services Committee of the Regional Programme. 
In keeping with the concept that bereavement is a normal, self-limiting 


process that rarely needs professional intervention, the Task Force suggests 
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that the chairperson of this committee should be from outside the medical 
realm. The committee should have appropriate membership from concerned 
groups in the community. These should provide a system of palliative 

care services that will allow the patient to remain in his home as long 

as possible while providing the availability of hospital care when necessary 


and appropriate support services for the family. 


The recommendations are listed, in order of priority, in the Executive 


Summary (page vii). 


-94- 


REFERENCES 


Amado, A., et al: Cost of Terminal Care: Home Hospice 
Vs. HocpipatwNunrsing Outlook, August 1979). 522= 
5S 2Gs 


Ames, R.P.: Unresolved Issues in Hospice Care: Models, 
Pain Control, Volunteers Role. Hospital Progress 1981 
March: 6363): 4648-5... 


BilGom,, «Bs & “Kissech, P.s  Home.and. Hospital. Cost of 
Terminal Illness. Medical Care, May 1988, Volume XVII, 
Nox..5% 


Buckingham, R.W. & Foley, S.: A Guide to Evaluation 
Research in Terminal Care Programs. Death Education 
1978, Sering = Summer; 2(t=2) L274. 


Cox, Mone. neucConnecticutt Hospice Volunteer Program, 
in A Hospice Handbook. Edited by M. Hamilton & H. Reid, 
Erdmans Publishing Company, Grand Rapids, Mich. 1989. 


Davidson, G.W.: Five MOdels of Hospice Care, Q.R.B. May, 
nS oo I 


Freedman, T.: Palliative Care -- A Process of Change. 


Hospital Trustee, November/December 1979. 
Grossman, L.: Remarks at the Burncentre at the Wellesley 
Fund=Raisingwkiicko£&t. “Toronte,, Ontario, February, 22, 


19.9.34 


Hackley, J.A.: Full Service Hospice Offers Home, Day and 


10. 


IHS 


V2 


eh 


14. 


io 


Lore 


Lite 


-95- 


Inpatient Care. Hospitals, J.AcHAy, VO. 51, Nose 
Nov. 1977, 84=687'. 


Hatch, E.W. & Boring, N.l.c Regional Hospice Network 
Offers System Benefits. Hospital Progress 19808, MArch 1; 
54:05) 67472. 


Hatch, E.W. & Maniatis, Sr. Be: Regional Hospice Network 
Assessed After First Year's Operation. Hospital Progress 
1981, June; 62(6): 59-61, 


Health Services Directorate, Health Services Promotion 
Branch: Palliative Care Services in Hospitals. Report of 
a Working Group on Special Services in Hospitals, 
Published by the authority of the Minister of National 
Health and Welfare, 1981. 


Heidemann, E.G.: Services for the dying: the planner's 
approach to model of -care."World Hospital; “reb. 
L982, 


Hinton, J.2° Comparison “of PPaces sand" Poltces tor 


Terminal Care. The Lancet. January 6, 1979. 


Lack, Ss: New Haven (1974) = Characteristics of a 
Hospicey Program Of Care. Death Education. "1978 Spring — 
Summer; 2(1-2): 41-52. 


LePine, L.: Palliative Care in Canada. Policy, Planning 
and Information Branch, Department of National Health 
and Welfare, Ottawa, Ontario, Canada. September 1982. 


Ley, “D.C.H.sa” Palliative care Poundetion += source =or 


Support and Help. Ontario Medical Review, November, 
1982. 


Loe 


pigs 


Ze 


Dd 


226 


23%. 


24. 


25% 


20. 


ES 


-96- 


Lunt, B. & Hillier, R.: Terminal Care: present services 


and future priorities, BoM.0., Vol 283, 29 August 1981. 


Martin, M.D.: Hospice care update: many questions still 


to be answered. Hospitals, May 16, 1981. 


Mount, B.: International group issues proposal for 
standards ofvearée: of terminal dy di Pls CUMVAZ%, (May 219% 
19197) VOL II2Z0. 1 280—82. 


Mount, B.M. & Ajemian, I.: The Palliative Care Service; 
Intergrnratilonesinto 4a .General Hospital.ealn, thew RiV.H. 
Manual on Palliative/Hospice Care. Edited by I. Ajemian 
& B. Mount; The Ayer Co., Salem, N.H., 1982. 


Mount, BeM. etal: Standards of a Hospice Program’ of 
Care-ro Nat tonal» Hospice Organizations. In “the RiV.H. 
Manual on Palliative/Hospice Care. Edited by I. Ajemian 
S&S BoarMount, The Aver Co., Salem, N.H., 1982. 


Parks, Pas Evaluation of hospice care still needed. 
Hospitals, November 16, 1989. 


Rossman, P.: Hospice: Creating New Models of Care for 
the Terminally Ill. New York. Associated Press, 1977 Ch. 
oP .& 7. 


salladay, S.: The Administrative Role in Hospice 
Planning and Organization. Death Education, 6.227-48. 


195.2% 


Saunders, Dame C.: The Hospice: Its Meaning to Patients 


and their Physicians. Hospice Practice, June 1982. 


Die tits ean: AD wrnternationele Perspective on 


Palliative/Hospice Care. Unpublished Report. September 1982. 


Mae 


Zoe 


30s 


Le 


-97- 


Spengler, R.F.. & Clarke, E.: Caneer Incidence, ‘Mer caliey 
and Treatment in Ontario. In Cancer in Ontario 1981, The 
Ontario Cancer, Treatment and Research Foundation, 


Toronto, -Ontaria, 1.9645 


Stoddard, S.: The Hospice Movement. Stein and Day, New 
York, 19738. 


The Social Planning and Research Council of Hamilton and 
District: Social Trends in Hamilton-Wentworth: Past, 


Present: and Future. Hamilton; "Ontario; e10cs: 


Walter, N.T.: A Hospice Program Within an Acute Care 
Medical Center or Hospital. In A Hospice Handbook, 
Edited by M.Hamilton and H. Reid. Erdman's Publishing 
Cos, Griand Rapids, Mich. 1939: 


De 


2% 


qo 


14. 


Gos 


16:6 


-98- 


BIBLIOGRAPHY 


Ajemian, I., & Mount, B: The R.V.H. Manual on Palliative/ 
Hospice Care, The Ayer Co., Salem, N.H., 1982. 


Breindel,, C.L.,/ SYBoyle~ ReMe: Implementing a multiphased 
hospice program. Hosp. Prog., 1979, Mar 60(s):42—5, 


Breindel, C.L., & O°-Hare, T: Analyzing the hospice 
market. Hosp. Prog 1979., Oct, 60(19): 52-5. 


Brink, G. et al: Experts probe issues around hospice care. 
Hospitals 1980, June 1, 54(11): 63-7. 


Buckingham, R.W.: Evaluation of Hospice Programs. [In 
Hospice: A Caring community. Edited Diy, L Tee Wort 6, 
Cambridge: Winthrop Publishers, 1989. 


Davidson, G.W.: In Search of Models of Care. Death 
Education 1978, Vol 2(1-2): 145-161. 


Dellabough, R.: Four Models of hospice care. Hosp. Forum 
1988, Jan-Feb, 23(1):; 12-14. 


Dorang, E.S: A VNA=organized hospice volunteer program, 
Nsg Outlook 1981 March, 29/3): 170-3. 


Foster, Z.: Standards for hospice care: assumptions and 
principles. Health Social Work 1979 Feb, 41) 117—28.. 


Googe, eM achavarrilechio,; C.s A) Pa lot Investigation of 
Home Health Care Needs of Cancer Patients and Their 
Families. Oncology Nsg Forum 8, No. 4, 1981. 


Hamilton, M. & Reid, H.: A Hospice Handbook: A New Way 
to Care for the Dying 1988, Eerdmans Publishing Co. Grand 
Rapids, Mich. 


Johnson, B. & Smith, H.: A Strategy for Integrating 
Hospice, Hospital Care. Hosp. Progress, 1981, Nov, 62(11) 
52-56. 


Longo, D.R. & Darr, K: Hospital care for the terminally 
ill: a model program. Hosp. Prog 1978 Mar; 59(3): 62-5. 


Martin, M.C. & Brisk, Gomis) set cing UD any In=nospica 1 
Hospice. Hosp. Forum 1988 Jan — Feb; 23 (1): 12-14. 


Matthews, B.: Setting up terminal care units. Journal of 
the Royal College of General Practitioners, Aug 19890. 


Nash, M., Connors, C & Gemperle, R.: Toward Dignity in 
Care: An Inservice Model. Death Education, 1: 113-139, 
1977. 


se 


18. 


RS 


20. 


Zhe 


Zt. 


23:6 


24. 


256 


26% 


-99- 


Osterweis, M. & Ghampagne, D.5.: The U.S. Hospice 
movement: issues in development. Am J Public Health 1979 
May, 69(5):492-6. 


Parkes, C.M.: Home or Hospital? Terminal care as seen by 
surviving spouses. Journal of The Royal /Coldbege cof 
General Practitioners, Jan 19762 19-0. 


Rakove, R.: Hospice care; a planning perspective Q.R.B. 
1979 May; 5(5):10-12. 


Saunders, C., Summers D. & Teller N.: Hospice: the living 
idea. Edward Arnold Ltd., London, England, EGS, 


Vachon, M.L.S.: Staff Stress in Care of the Terminally 
111. O.R.B. May 1979: 3-Vo. 


Ward, A.W.: Terminal Care in Malignant Disease SOG, Sel 
& Med, vol 8, 1974: 413-20. 


Ward, A.W.t The Impact, of a SpecilalvUni tc for Terminal 
Care. Soc. Scia® Medi, Vol ad, 197623 376776" 


Ward, B.J.: Hospice home care program. Nurs. Outlook 1978 
Oct? 26, Gh0)ie2 646-97 


wylie, N: Halitax (1976) = Victoria General Hospital: A 
Nursing Model. Death Education 1978 Spring - Summer; 2(1- 
Zo 2-3 oe 


Zimmerman, J.M: Experience with a hospice-care program 
for the tterminal by tells Ann.Sirgs gunner oy 189 (6)% 
683-90. 


=L00= 


Hamilton-Wentworth District Health Council 


Appendix I 


PALLIATIVE CARE QUESTIONNAIRE 
EE A 


sta Demographic Data: 

= Description of the Programme: 
hve Give your organization's definition of palliative care. 
2s List the objectives of your programme. 


om Identify any administrative/advisory group including membership, 
time commitment, issues identified and resolved. 


4. Describe the type of services that your organization provides 
including type of personnel involved, and the time each 
individual commits to palliative care per day. 


oe Identify all sources of funding for palliative care services 
within your organization. 


6. Indicate the duration of funding. 
Ts Indicate the cost to the client for the services provided. 


oS. Indicate the per diem cost per patient to the organization 
for services rendered. 


9. Indicate the number of direct patient care hours per patient 
per day utilizing a range of time. 


TOV: (a) Identify what access to staff support, either formal or 
informal, is available for individuals involved in Palliative 
care. 


(b) How frequently is it utilized? 


did (a) Describe any Plans for expansion or reduction of services. 
(b) Have these plans been tabled for funding? 


MA) 6 Describe the educational activities in the Palliative care area 
within your organization in the year January 1982 to December 1982 
including, (a) the number, 

(b) types, and 

(c) composition of audience for presentations, seminars, etc. 

(ad) Also indicate the number and types of students associated 
with palliative care in the sene. time span as well as the 
length of time on the service. 
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pe 


32 Describe any involvement in formalized research in palliative 
care within your organization. 


ae Describe methods of evaluating present palliative care services 
in your organization. 


ES (a) Describe the method of access to hospital beds for palliative 
care outpatients. 
(b) Is there any priority status given to palliative care 
admissions? 
(c) Is there access to the appropriate unit for the patient? 


III Eligibility: Inclusion and Exclusion Criteria 


JEN 


Les What types of diagnoses do you accept for care? 


Ai (a) What prognosis do patients you accept for care have? 
(b) Is there a defined time factor? 


Bi What age groups do you accept for care? 
4. Is the service offered to both males and females? 


ie (a) From whom do you accept referrals to the service? 
(b) Does the attending physicians have to be notified of the 
referral on all patients? 


6. (a) How often do language and/or cultural barriers become a 
problem in eligibility for care? 
(b) Describe the problem. 
(c) How is it handled? 


The Define the geographic area served by your organization's 
palliative care services. 


on Is there any difficulty in moving the patient on the 
cure€=~care continuum as needs indicate? 
Describe any difficulties. 


UEll a Zaeron: 


Ihe Identify, if possible, the average number of patients you are 
able to see per week? 


Ze Describe the coverage for services your organization provides 
(hours of operation) for palliative care. 


3 Do you have a waiting list for palliative care services? 
Identify, if possible, the number of referrals that cannot 
be handled. 


=.= 


Hamilton-Wentworth District Health Council Appendix I, cont. 
=a 
4. Please list an approximate range of time from referral to action 


for the following services: 

(a) Consultation: 

(b) Involvement in direct care: 
(c) Counselling: 


Describe your admission to service statistics under: 


oA Geographical area (a) Hamilton-Wentworth (i) urban 
Co) rere: 


(b) outside Hamilton-Wentworth (i) urban 
(1i) rural 


6. Age - 
(a) 35 
(by 36°=— 55 
(c) 2 35 
We Sexe 
F 
8. What is your average length of stay on service or duration of 


your follow-up? 
9. From whom do you get referrals in palliative care patients? 
10. To whom do you refer palliative care patients? 
a ED. Could you provide discharge statistics under - 


(a) Discharge from service? 
(b) Deaths? 


Ven 
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Hamilton-Wentworth District Health Council 
Appendix III 
FAMILY PHYSICIAN SURVEY 


The Palliative Care Task Force is interested in any unmet needs or gaps 

that you perceive in the area of palliative care in Hamilton-Wentworth. Please 
list your comments and concerns under the following categories, which were 
identified in a preliminary survey of Palliative care services. 


Dee Financial support (for services, programmes, specific target groups, etc.): 


2s Communication between individuals and agencies involved in patient care: 


3s Coordination of services to provide continuous, high quality patient care: 


4. Education (public and professional): 


5. Services (expansion or reduction of present services; additional services required): 


6. Other needs/gaps: 


Please indicate whether you are in group or solo practice 


*Please detach and return in the enclosed stamped envelope by March 23, 1983. 


Thank you for your assistance. 


Jch 
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PALLIATIVE CARE ADMINISTRATIVE/ADVISORY STRUCTURE 
ST. JOSEPH'S HOSPITAL, HAMILTON 


CONCEPTUAL MODEL - ORGANIZATIONAL CHART 


The Palliative Care Consultation Program is 
Hospital-Wide. It relates through the Chief of 
the Department of Medicine to the Medical Advisory 


Committee. 


Its policy/consultation functions are monitored 
by the Palliative Care Committee, who are 
responsible for the Program. This committee is 
a standing committee of the Medical Advisory 


Committee. 


_— 


% 
Administratively, the Program is monitored by 

the Palliative Care Executive Committee’ “Its 
Chairperson, the Director of Nursing, as a member 
of the Hospital Executive, reports its activities 
directly to the Management Committee. In turn, 
the Executive Director relates matters regarding 
Palliative Carestrom this Committee to the 

Board. of Trustees. 


The following chart illustrates the position, 


relationships and lines of accountability of the 


service within the broader hospital organizational 


QHEAU(S 1eueS 4 
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PALLIATIVE CARE CONSULTATION TEAM 


ORGANI ZATICGYAL CHART 


- PALLIATIVE CARE 
{| _ CONSULTATION TEAM 


NURSING CO-ORDINATOR - DEPARTMENT OF HURSING 

CLINICAL DIRECTOR/CONSULTING PHYSICIAN - MEDICAL ADVISORY COMMITTEE 
SOCIAL WORKER - DEPARTMENT OF SOCIAL WORK 

PASTORAL CARE LIAISON - DEPARTME}T OF PASTORAL CARE 

VOLUNTEERS - VOLUNTEER DEPARTMENT 


= 
APPENDEX Ve scontr 


St. Joseph's Hosaital 
Hami | ton Onterio 


Palliative CAre Consul~2tion Team 


ADMINISTRATION/ADV I SORY_GRGUP= 

|. BOARD OF TRUSTEES - In April 1980 recommended the establishment 
of a pelliative care service with funding 
for a nurse, a social worker and a part- 
time physician for the budget year 1980-81. 


2. MEDICAL ADVISORY COMMITTEE - recommended on March 4th, 1980 
the es*ablishment of a palliative care 
service for the hospital. 


i) Nursing Co-ordina-‘or: 
Responsible for overall program and service 
development, as wel! as care planning and case 
management. 


ii) Consultant Physician: 
-~ Provision of datient service individually 
or in conjunctica with attending/family physician 
and/or consu!t217Ts. 
~ Facilitation of alanning and management of 
regime for p2in and symptom control. 


iii) Social ‘Worker: 
- Responsible for asychosocial support for 
patient, family and staff. 
- Training and surzervision of volunteers 


A combined role for all Tezn members is facilitation of 
communication between physicians, nursing and other 
hospital staff, patient, fenily and other support persons. 
Education is also provizsd 5y all Team members to Healt 
Professionals and other in-verested professionals and 

lay persons. 


Sie 
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PALLIATIVE CARE ADMINISTRATIVE SROUP 
TERMS OF REFERENCE: 


|. The purpose of this committee is tc undertake administrative 
functions for the group, such as bsdcet review and co-ordinating 
activities with hospital departmencvs. 
2. To be a resource for the team. 
3. Jo refer appropriate clinical matters to the Palliative Care Committee. 
4 


- To provide liaison with Management conmittee. 


MEMBERSHIP: - Director of Nursing 
Director of Social Work 
Pastoral! Care Co-ordinator 
Medical Director, Pallietive Care Team 
Nursing Co-ordinator, Palliative Care Team 
Social Worker, Palliativa Care Team 
Chairman of Palliative Tare Committee 


ee 


PALLIATIVE CARE COMMITTEE 


TERMS OF REFERENCE: 


1. The purpose of this comittee is to sonitor and recommend policy 
for Palliative Care Service throughout the hospital. 

2. To receive and act upon recomnendavyions of the Palliative Care 
Administrative Group. 

3. Minutes of all meetings are maintaines and forwarded to the 
Medical Advisory Committee. 
Frequency of meetings: - The commizves meets every other month, 

subject te confirmation by The chairman. 


MEMBERSHIP: - Medical Director of the ?alliative Care Team 
- Representation from tiedical Staff to include: 
a) Department of Surgery, 6) Department of Family ‘ledicine 
c) Department of Anesthesiology (d) Department of Internal Medicine 


~ Representation from the to! lowing depertments: 
a) Nursing b) Physiotheraoy - Dietary Department 
c) Social Work d) Pastora! Care 
e) Pharmacy ff) Home Cere Program 
g) Public Health h) Director of Volunteers 


- Members of Palliative Ce-e Consultation Tean: 
Nursing Co-ordinator 
Social! Worker 


Palliative Care Consultation Team 
January, 1983 


cad WS RS 
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EDUCATIONAL INVOLVEMENT - PALLIATIVE CARE 


Henderson General Hospital 


July 1, 1982 = December hp MEE 


LISTED CHRONOLOGICALLY 


Le 


ae 


NSS 


MAS 


July - September 1982 - Pain Seminar Series - Henderson General Hospital 
1 hour per week x 8 weeks 
Audience - nurses, physicians and housestaff 


July 21, 1982 -— Hamilton General Hospital, C.T.U. Ward 35 Housestaff 
Palliative Care 


July 28 & 
Auguste; 1902 = Seminar - Family Practice - Hamilton General Hospital 
Control of Cancer Pain - 1 hours 


August 4, 1982 - Seminar - Pharmacist Group and Trainees 
Pain Control - 2 hours 


August 11, 1982 - Ward 395 (Oncology) - Introductory Seminar soe (OnUE 
Physio, Home Care - Palliative Care 


August 17 & 

August 24, 1982 - Seminars - 1 hour eacn 
Housestaff - C.T.U. - Henderson General Hospital 
2) Palliative Care 
2) Pain Control 


September 2, 1982 - Family Medicine - Henderson General Hospital 
2 hours - Palliative Care 


September 8, 1982 - Regional Gynecology Oncology Rounds - Henderson 
General Hospital ~ Pain Control 


September 16, 1982 - Ward 395 - Nursing Group - 
Palliative Issues 


September 22, 1982 = Phase IV Family Medicine - Seminar - 1 hour 
Palliative Care 


September 29, 1982 - Community Nursing Registry Nurses - 2 hour Seminar 
Palliative Care 


October 14, 1982 - Regional Oncology Program - Research Rounds - 1 hour 
Tssues in Pain Control 


Seminar Series 
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Dc 


13. October 25, 1982 - Cancer Clinic - Regional Oncology Programme - 
Psychosocial Rounds -- 1 hour 
Palliative Care 


14. October 18 - 
November 22, 1982 - Academic Studies, MUMC, 2# hours per week 
- nurses, physicians, other 
Palliative Care 


15. November 4, 1982 - Regional Oncology Rounds - 1 hour 
- oncology, housestaff, nurses 
= Pain Control 


16. November 5, 1982 - Halton County Public Health 
- nurses - half day seminar 
~ Palliative Care 


17. November 9, 1982 ~ Hamilton Association of Christian Churches 
- 1 hour 
- Palliative Care 


18. November 12, 1982 - Nursing Rounds, Hend2rson General Hospital 
- 3 hours (2 sessions), general staff nurses 
- Palliative Care 


19. November 18, 1982 = St. Elizabeth Nurses 
- 1# hours 
- Palliative Care 


20. November 24, 1982 - Hamilton General Hosvital - Administrative Nursing Group 
- 45 minutes 
- Palliative Care 
21. November 24, 1982 - C.M.E. Day in Medicine 
- 45 minutes 
= Pain Control in the-Terminally T11 
22. December 1, 1982 - Resource Session, Phase IV 
- 1 hour 
- Palliative Care 
In addition: 


1. Resident 3 affiliated with the team 0.5 time for 8 weeks January & February, 1983. 


2. A pain management booklet has been prepzred for use in hospital and on 
wards. 


3. An educational brochure is being assembi2d to mail to in-town and 
out-of-town family physicians and consultants with whom we are involved. 


* Seminar Series 
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APPENDIX VII 


Hamilton-Wentworth District Health Council 


Sanatorium Road 

>.O. Box 2085, M.P.O. 

Hamilton, Ontario 

-8N 3R5 

416) 389-1321 Februery 2, 1983 


MEMO TO: Dr. D.J.J. Kraftcheck, Chairmen 
Palliative Care Task Force 


FROM: Mrs. Carol Hayter, Chairman 
Health Professions Coordination Group 'A’ 

RE: Input to the Task Force from Health Professionals in the 
District 


a ee ee 


At our most recent meeting, the Health Professions Coordination Group 'A', 
comprised of representatives of the various health professional associations 

in the district, discussed the area of palliative care. Members had previously 
approached their respective associations end came to the meeting with input 

on professional experience of problems with existing service provision, 

unmet needs, gaps, duplications and possible solutions. 


Through a group consensus process, four mein issues were raised with con- 
tributing issues identified. These are listed here as possible input to 
the deliberations of your Task Force: 


i. Education: 


- of patients and families around 2) nutritional issues 
b) pain management 


~ of professionals around: 


a) nutritional issues 
b) pain management 
c) utilization of physiotherapists, occupational therapists, 
pharmacists and chiropractors as consultants for patient 
care in institutions and commmity 
d) needs of patient dying at home - family support 
- M.D. available to pronounce death 
- provision of beds in late terminal stages 
e) need for identification of one case manager for 
each patient and family 
f) the role of the Cancer Clinic in the community and 
the services it provides 
g) need for controlling the number of persons involved 
in patient-family care and avoiding duplication of 
services 
h) need for bereavement follow-up. 


Cont "Gass 
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Communication: 


~ identification of appropriate times to make referrals to 
various health team members (occupational therapist, 
physiotherapist, pharmacist, nutritionist) and methods 
of doing so, in institutions and community 


- travelling record for patients 


- formalized committee for provision of information and 
coordination of available services 


Standards: 


- to be utilized by all professionals involved in palliative 
care in institutions and community around such issues as: 


a) educaticn 

b) pain management 

c) nutrition 

d) home deaths 

e) bereavement follow-up 

f) volunteer education and services 


Coordination: 


- consideration of membership in palliative care team (including 
occupational therapist, physiotherapist, pharmacist, nutritionist) 


- appropriate referrals to various health team members at optimum 
time for services 


- utilization of chiropractors in palliative care in institutions/ 
community 


- continuous development of palliative care programmes with the 
possibility of the development of a palliative care unit in 
the community 


- identification of one case manager for each patient and family 

- identification in palliative care of a point of entry or method 
of extending services for various disciplines (occupational 
therapists, physiotherapists, pharmacists, nutritionists, 
chiropractors) 

- formalized committee for the provision of information and 


coordination of available services 


Cont'd... 
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4. Coordination (cont'd): 
- coordination of care for patients dying at home: 


a) availability of M.D. to pronounce death 
b) family support 
c) provision of beds for late terminal cases 


- funding for particular equipment, services, personnel needed 
e.g. dressings and equipment for private duty patients; 
bereavement follow-up 


- coordination of volunteer education and services throughout 
community 


- method of controlling the number of persons involved in 
patient-family care and avoiding duplication of services 


I trust that this input will be helpful in your examination of palliative 
care. Should your Task Force require any further input on specific issues 
from the Health Professions Coordination Group, do not hesitate to contact 
me. 


Carol Hayter, Chairman 
Health Professions Coordination Group 'A' 


CH/jm 
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APPENDIX VIII 


INTERNATIONAL STANDARDS OF CARE FOR THE TERMINALLY ILL 


a aa a 


International group issues proposal 
for standards for care of terminally ill 


ey 


BALFOUR M. Mount, FRcS[C] 


The International Work Group on Death, Dying and 
Bereavement first met in November 1974. At that 
meeting a small group, the standards committee, was 
formed to delineate the standards of care essential for 
dying patients, the role of their families and the support 
system for the care givers. At subsequent meetings of 
the work group, held every 18 months, the standards 
committee has continued this work, and its members 
have continued to meet in small groups whenever there 
was an opportunity. 


No one at that first conference realized how rapidly 
the hospice movement would evolve; how widespread 
it would become or how urgently these standards would 
be needed. 


At its most recent conference in January 1978, the 
committee decided that the following document should 
be published in its present form, stating the assump- 
tions and principles underlying the standards, so that 
others could use them now, when they are so needed. 


Underlying the document was the idea that while 
institutions need guidelines to develop standards, each 
setting must develop its own standards based on certain 
key assumptions and principles. This position was first 
proposed in an editorial in Omega (7: 191, 1976). 


There was general agreement among the members 
that further editing must be done, and that regularly 
planned times to review and revise must be scheduled. 


This document has been accepted for publication 
by the American Journal of Nursing; publication in the 
Journal of the American Medical Association, the 
Lancet and other journals is being negotiated. 


It is hoped that before the document’s next review 
at the June meetings of the International Work Group 
on Death, Dying and Bereavement, to be held in Mont 
Ste-Marie, Quebec, readers will correspond with the 
committee chairman or any of its members to comment 
on the strengths and weaknesses in the document and 
to propose changes. 


The members of the committee are care givers from 
many disciplines — divinity, medicine, nursing and 
social work —— and social scientists in anthropology, 
psychology and sociology. 


Correspondence about this document should be 
addressed to Florence S. Wald, 101 Alps Rd., Bran- 
ford, Connecticut 06405. Florence Wald is chairman 
of the standards committee and associate clinical pro- 
fessor, Yale University school of nursing. 
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Assumptions 


APPENDIX VIII, 


Principles 


Patient-oriented 


There are pstients for whom aggressive curative treat- 
ment becomes Increasingly inappropriate 


The symptoms of terminal disease can be controlled 


Patients’ needs may change over time 


Care is most effective when the patient's lifestyle Is 
maintained and life philosophy respected 


Patients are often treated as if Incapable of under- 
standing or of making decisions 


Dying patients often suffer through helplessness, weak- 
ness, isolation and loneliness 


The varied problems and anueties associated with 
terminal illness can occur at any time of day or night 


These patients need highly competent professionals, 
skilled in terminal care 


The patient should be kept as symptom free as possible. 
Pain in all its aspects should be controlled. The patient 
must remain alert and comfortable 


Staff must recognize that other services may have 
to be involved and that continuity of care should 
be provided 


The terminally ill patient's own framework of values, 
preterences, and life outlook must be taken into account 
In planning and conducting treatment 


Patients’ wishes for information about their condition 
should be respected. They should be allowed full Pare 
ticipation in their care, a continuing sense of self- 
determination and self-control 


The patient should have a sense of security and pro- 
tection. Involvement of family and friends should be 
encoureged. 


Twenty-four hour care must be available seven days 
a week for the patient/family where and when it is 
needed 


eee 
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Family-oriented 


——— ——— eeeeeeeeSSSSSSSSSeeeSSSFSFSFSsmsmSshsese 


Care is usually directed towards the patient. in terminal 
illness the family must be the unit of care 


The course of the terminal iliness involves a series 
of clinical and personal decisions 


Many people do not know what the dying process 
Invoives 


The patient and family need the opportunity for privacy 
and being together 


Complexity of treatment and time-consuming procedures 
can cause disruption for the patient, family or both 


Patients and families facing death frequently experience 
a search for the meaning of their lives, making the 
provision of spiritual support essential 


Survivors are st risk emotionally and physically during 
bereavement 


The growing body of knowledge in symptom control, 
patient- and family-centred care and other aspects of 
the care of the terminaily ill is now readily available 


Good terminal care presupposes emotional Investment 
on the part of the statf 


Emotional commitment to good terminal care will often 
produce emotional exhaustion 


The care of the dying is a process involving needs of 
the patient, family and care givers 


The problems of the patient-family facing terminal Ilt- 
ness include a wide variety of issues: psychologic, 
legal, social, spiritual, economic and interpersonal 


Dying tends to produce a feeling of isolation 


It has been the tradition to train care givers not to 
become emotionally involved, but in terminal iliness 
the patient and family need to experience the personal 
concern of those taking care of them. 


Health care services customarily lack coordination 


A supportive physical environment contributes to the 
sense of well being of patients, of family and of care 
givers 


General 


Help should be available to all those involved whether 
patient, relation or friend to sustain communication and 
involvement 


Interchange between patient, family and clinical team is 
essential to enable an intormed decision to be made 


The family should be given time and opportunity to 
discuss all aspects of dying, death and related emotional 
needs with the staff 


The patient and family should have time alone and 
Privacy both while the patient is living and after death 
occurs. A special spece may need to be provided 


Procedures must be so arranged as not to interfere 
with adequate time for patient, family and friends 
to be together 


The religious, philosophic and emotional components 
of care are as essential as the medical, nursing and 
social components and must be available as part of 
the team approach 


The provision of appropriate care to survivors is the 
responsibility of the team that gave care and support 
to the deceased 


Institutions and organizations providing terminal care 
must orient and educate new staff and keep all staff 
informed about developments as they occur 


Statf needs time and encouragement to develop and 
maintain relationships with patients and relatives 


Effective statt support systems must be resdily available 


The interaction of these three groups of Individuals 
must constantly be assessed with the aim being the 
best possible care of the patient. This cannot be ac 
complished, however, If the needs of family, care giver 
or both are negated 


Care requires collaboration of many disciplines working 
as an integrated clinical team, meeting for frequent 
discussions and with commonness of purpose 


All that counteracts umwantod isolation should be en 
couraged; social events and shared work, inclusive of 
all Involved, should be arranged so that meaningful 
relations can be sustained and developed 


Profound Invoivement without loss of objectivity should 
be allowed and fostered, realizing this may present 
certain risks to the care giver 


The organizational structure must provide links with 
existing health care professionals in the community 


The environment should provide adequate space, fur- 
nishings that put people at ease, the reassuring pres- 
ence of personal belongings and symbols of life cycles 
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APPENDIX IX 


EXHIBIT A 


TABLE Vill 
New Cancer Cases Registered by Treatment Centre, 1971-19801:2 


YEAR OF REGISTRATION 


CENTRE a ie ; es ; 
iy 1971 1972 1973 1974 1975 1976 [asm | 1978 1979 1980 


Hamilton 


| Kingston 


London 
| Ottawa 
Thunder Bay 
| Toronto: 
Princess Margaret 
Hospital 
Rayview ~ - = - - 
Windsor 


810 760 770 857 8389 880 843 854 898 813 
TOTAL 11,046 11,938 12,509 135272 14,125 14,698 15,114 16,149 16,305 16,864 
'Excludes carcinoma of cervix in situ. 
2 Any case registered at more than one treatment centre in a given year is allocated to the centre where it was first registered. 


- ~ - - | 441 


Deaths (per 1,000 porulatioa) 
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EXHIBIT B 


DEATHRATES FOR HAMELTON-WENTWORTH AID ONTARIO 
(1970-1929) 


8.5 


anilton— 
entworthL 


af v 


Ontario 


y v v J T ¢ 7 |; ia ian jmumened 
1970 1971 1972 1973 1974 1975 1976 1977 1978 1979 19802 


ates for Hamilton—Wentworth have been calcuteted using actual assessed 
pepulation figures obtained from the Planning Department of Hamilton- 
Wentworth and not the Registrar General's population estimates, 


“Preliminary data for Hamilton—-Wentvorth, 


Sources Province of Ontario, Vital Stetistics, Registrar Ceneral, 1970- 
1980. 
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EXHIBIT C 


NUMBER OF DEATHS IN ONTARIO WITH DIAGNOSIS OF NEOPLASM 
BY TOTAL AND MAJOR AGE GROUPS:1980-1981 


Total Deaths Deaths due to 

Neoplasm 
Provincial 40 , 268 Piss 
Age Groups: 
0-14 440 75 
15-44 a as: 630 
45-64 $531 3,137 
65+ 27,681 6,665 


Exhibit C demonstrates that approximately 11,000 deaths in Ontario 
were from neoplasms. Of these, 93% occurred within the 45+ years 
age groups. 


EXHIBIT D 


NUMBER OF DEATHS IN HAMILTON-WENTWORTH DUE TO NEOPLASM 
BY MAJOR AGE GROUPS: 1979-1982 


Age Groups Deaths Deaths Deaths 
1979-1980 1980-1981 1981-1982 


0-14 8 8 3 
15-44 44 49 43 
45-64 266 265 296 
65-74 181 237 139 
13% 193 189 208 
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Exhibit D shows that the Hamilton-Wentworth experience parallels that 


of the province with most deaths due to neoplasms occuring in the 45+ 


age groups. 


EXHIBIT E 


NUMBER OF DEATHS IN HAMILTON-WENTWORTH DUE TO NEOPLASM 


BY HAMILTON HOSPITALS: 1979-1982 


Deaths 
1981-1982 


Ls 


2) 


Se) 


Hamilton Hospitals Deaths Deaths 
1979-1980 1980-1981 
Swen 8 en ee SS 

McMaster University 

Medical Centre 55 83 
Chedoke Hospital 23] 33 
Hamilton General 100 100 
Henderson General 329 35. 
St. Joseph's 181 131 
Total 692 748 


Exhibit E demonstrates that approximately 45% of deaths from neoplasm 


occur at the Henderson General and 25% 


occur at St. Joseph's. It also 


shows that the number of deaths from neoplasm has doubled at McMaster 
University Medical Centre fram 1979-1982 while it has remained stable 


in the other institutions. 
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EXHIBED 


NUMBER OF DEATHS OF HOME CARE PATIENTS BY TOTAL AND 
PALLIATIVE CARE DESIGNATION: 1980-1983 


Deaths by Year Total Palliative Care-Hame Palliative Care- 
Deaths Hospital Deaths* 
1980-1981 183 24 Pa 
1981-1982 181 TL 68 
1982-1983 212 74 50 


* Death occurred within 48 hours of hospitalization 


Exhibit F demonstrates the trend toward caring for increased numbers 
of terminal patients in their homes. 
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AMME 


OPERATIONAL PLAN FOR REGIONAL PROG 


An operational plan for the Regional Programme would be based on the 
priorization of perceived needs and gaps in palliative care in the region. 
It would be a staged programme with development occurring in all three of 
the traditional divisions of health care simultaneously. 
would need to address the following issues as priorized: 


PATIENT & FAMILY SERVICES 


1. Improved communication 
between individuals/instit- 
utions/agencies involved in 
p.c. and improved continuity 
of care by: 
a) development of communica- 
£20n- aids: 

(i) regional travelling 
record for the patient 

(ii) p.c. communication 
record (multicopy) including 
assessment & interventions 

(iii) regional pain assess- 
ment & evaluation forms 

(iv) regional medication 
charting sheet for home 
patients 
b) more active involvement by 
family physicians & the Cancer 
CAnTIIG 


2. Establishment of a case 
manager for each patient. 


3. Improved coordination of 
services for p.c. patients 
including: 

a) a regional definition 

b) regional standards 

c) a directory of services 
available for p.c. patients 

dad) coordination of volunteers 
regionally 

e) availability of a 24 hr/day 


telephone resource for patients 3. 


& families 


EDUCATION 


1. Education of health 
professionals in all 
settings re philosophy 
and concepts of p.c.,; 
dying, death & grief 
processes & resources 
available to p.c. 
patients by: 

a) establishing educat- 
ional needswithin region 
and coordinating educa- 
tional programmes to 
meet the needs 

b) working with under- 


graduate, and postgraduate, 


continuing education 
programmes to increase 
the amount of p.c. 
Philosophy & methodology 
taught in their 
CUurriCUuLa 
Cjrorcanizatzon oF = 
professional training 
(jyoousabiebliesiaAS shel jacie/s / 
€9., Student rotations, 
Placements for family 
practitioners. 


2. Developing and 
coordinating education 
programmes for the 
general public, includ- 
ing patients ¢ families. 


Developing & coord- 
ier” pic. education 


f) availability of consultationprogrammes for p.c. 


housecalls with family physi- 
cian 

g) organized ambulance system 
to return patients to their 
primary health care facility 


volunteers. 


The Programme 


RESEARCH 


1. Development of standard- 
ized tools to facilitate 
audit of existing p.c. 
services. 


2. Study of the effectiveness 
of the delivery of terminal 
care based on established 
indices of good p.c. 


3. Comprehensive cost- 
effectiveness study of 
p.c. services in the region 


4. Evaluation of the 
effectiveness of the units 
established in Phase I 


se Ae 
PATIENT & FAMILY SERVICES EDUCATION 


4. Development & Coordination 
of a bereavement follow-up 
Programme for identified high 
risk individuals or families 
(service & education) 


5. Increased support for 
caregivers in family -- 
financial, physical, 
emotional -- including: 

a) need for private 
insurance coverage to 

extend beyond R.N. to 

R.N.A. and Homemaker 

b) funding for nursing care 
& homemaking services in the 
home when there are no 

. insurance or Cancer Society 
hours - including patients 
with non-malignant. diseases 
c) funding for equipment, 
drugs & supplies when not 
covered by Home Care, Cancer 
Society or insurances 

d) coverage for patients out 
of hospital on day passes who 
need nursing service at home 
e) improved transportation 
services for patients going 
for assessment or palliative 
treatment including ambulance 
service and need for drivers 


APPENDIX X, cont. 
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APPENDIX XI 
"THE PROGRAMMATIC APPROACH" 
Definition of the Programmatic Approach 


The programmatic approach to health services is area-wide planning and 
organization of health facilities and services into an effective, efficient 
and economical system to provide comprehensive programmes of health care, 


covering the entire spectrum of care, and available to all on an area- 


wide basis. 


It is reorganization of health services from an institutional basis 
to a programmatic base which assures the best use of limited resources 


in providing comprehensive health care. 
Definition of a Programme 


In an attempt to establish more clearly defined guidelines for programme 
development, the Health Services Committee have produced and received 


Council approval on the definition of a programme as follows: 
1) A District Programme is:- 


a system of health care delivery planned and coordinated 

in such a way as to ensure the best possible use of all 

resources available within a district or region in order 

to achieve the highest standard of patient care, medical 

and para-medical education, and research. 

These resources include:- 
Manpower (physician, scientist, nurse, technologist, etc.) 
Allocated health dollar (capital, operating, building) 


Existing buildings, instruments, furnishings, etc. 
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APPENDIX XI, continued 


2) A District Programme may:- 


a) 


b) 


be confined to a particular medical specialty or subspecialty, eg-, 
Programmes in obstetrics, radiology, pSychiatry, etc., which may 
involve a number of subspecialties (abdominal surgery, orthopaedic 
surgery, E.N.T. surgery and plastic surgery). 

involve more than one major specialty or their subspecialties, eg., 
Programmes in neurosciences involving neurosurgery (subspecialty 

of surgery), pharmacology, neurology (subspecialties of internal 
medicine), radiology, psychiatry, etc. 

Organ transplant involving internal medicine, surgery, tissue typing 


(laboratory medicine), etc. 


3% A District Programme may be:- 


a) 


b) 


c) 


Regionalized - available in a restricted number of institutions so 
as to properly utilize costly equipment (without duplication), highly 
specialized medical and nursing teams, etc., and avoid the very low 
usage that would result if the programme were offered generally. 
Examples of such programmes would be:- 
(i) organ transplant where as large a number of cases as possible 
can then be achieved and where highly specialized teams are 
required. 
(ii) radiotherapy - cost of duplicating equipment, especially shielded 


buildings and rooms, etc. 


A Network - available in every institution in its entirety or up 


to a particular level of sophistication. 

i.e., laboratory medicine, diagnostic radiology, internal medicine, 
(but not necessarily all its subspecialties) etc. Cardiology 
would be in this network group as a subspecialty of internal 


medicine with its own programme. 


Mixed - be a network up to a certain degree of sophistication, but 


with one or more regionalized (highly specialized) facilities, 
i.e., a cardiology network programme with regionalized cardiac 


catheterization. 


APPENDIX XI, continued 


4) A Programme may:- 


be restricted to an age group (paediatrics, geriatrics) or a disease 


(oncology, burns, poisoning, etc.). 


5) A Programme may:- 


involve other programmes, eg., a programme in paediatrics involves 
burns, poisoning, oncology, cardiology, neurosciences, etc., a burns 


programme involves internal medicine, plastic surgery ,Petc. 


From the above it is evident that programmes cannot work in isolation, 
but must be coordinated with other programmes. The sick child must have ready 
access to other programmes involved in the paediatric programme (see above). 
A problem might arise in the case of a patient requiring simultaneously the 
facilities of two or more regionalized but physically remote programmes, but 
surely such cases will be rare and it is doubtful if the ideal could be achieved 


even in one single enormous institution. However, the fewer the institutions 


the better. 


From: Hamilton District Health Council, A Look at the Programmatic 
Approach to Health Care Delivery in the Hamilton District, 1974. 
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